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ABSTRACT OF DISSERTATION

Determinants of Long-term Care Utilization by
Mexican-American Family Caregivers
by

Angelica P. Herrera
Doctor ofPublic Health Student in Health Education

Loma Linda University, 2006

Jerry W. Lee, Chair

Abstract

Objectives: Participation in long-term care services may prevent the deterioration of
family caregivers' mental and physical health, yet research suggests that Latino
caregivers may forego using long-term care services in the absence of other barriers to
long-term care use (e.g., lack ofinsurance). Methods: An adapted version ofthe
Andersen Model of Health Care Service Utilization served as a framework for examining

familism, acculturation, gender roles, religiosity, and knowledge and perceptions about
long-term care, as potential determinants of long-term care service use, alongside other
factors known for their association with long-term care use (e.g. functional status of care

recipient, caregiver burden and health, and socioeconomic factors). In-person interviews
with a convenience sample of66 Mexican-American family caregivers residing in San

Diego, California, were utilized. Results: A standard regression analysis ofthese
variables found caregivers were more likely to use long-term care if they had low
iii

familism, had a physician's referral, were knowledgeable about services, had health
insurance, shared the caregiving responsibility, and were less acculturated. The lack of an

expected positive association between higher acculturation and long-term care use may
be attributed to higher rates of Medicaid coverage in low acculturated caregivers. Higher
levels of caregiver bxxrden were most significantly predicted by higher levels of

depression, knowledge about long-term care services, living with the care recipient,

negative religious coping,low levels offamilism, and poor caregiver health. Over 77.3%
of caregivers reported being the sole care provider, and half(51%)were depressed.
Conclusion: While familism may deter long-term care use to some extent, Mexican-

American family caregivers are inclined to participate in long-term care when
empowered with the resources and knowledge. Providers, particularly, are important
brokers oflong-term care. Facilitating enrollment in Medicaid,the largest payer oflongterm care, may be one step toward increasing their participation in long-term care.

Lastly, the large number of caregivers working in isolation in this study is alarming,
given the role offamily support in predicting long-term care use.
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CHAPTER 1

INTRODUCTION
A. Statement of the Problem

The Centers for Medicaid and Medicare Services predict that by 2020, 12 million

older Americans will require long-term care. Changing demographic trends and the

increasing diversity ofthe aging population have contributed to the growing interest in
research on the dynamics offamily caregiving and its potential to delay costly

institutionalization. Projections indicate that the population of older Latinos will increase
seven-fold by the year 2050(Aranda, Villa, Trejo, Ramirez,& Ranney,2003).

Accompanying this demographic shift is the need for quality, accessible, and culturally
sensitive community-based long-term care to support the self-sacrificing work offamily

caregivers who are called upon to serve as brokers in facilitating access to health and
social services for their aging loved ones. The Office of Minority Health(OMH,2000)
■ (

reports that the unpaid work offamily caregivers equates to upwards of$94 billion per
.

I

year. In a more recent assessment, the Family Caregiver Alliance (Feinberg & Newman,

2004)put the figure at $257 billion in contributions made in unpaid services and support

by family caregivers. This suggests that supporting the work offamily caregivers is not
only a social necessity, but a cost-effective investment, particularly for government

agencies such as Medicare and Medicaid, that currently pay the bulk of long-term care.

In their later years, aging Mexican-Americans rely heavily on relatives to deliver
informal care to them at home(Lim,Luna, Torres de Ardon,& Phillips, 1996; Crist,

2002). Researchers consistently support the finding that older Latinos report a preference
for family caregiving over other alternatives(Cox & Monk, 1990; Johnson, Schwiebert,
1

Alvarado-Rosenmann,Pecka,& Shirk, 1997). Despite suffering from higher rates of

functional dependency compared to other ethnic groups(Aranda & Knight, 1997; Wu et
al, 2003), older Mexican-Americans are least likely to use long-term care (Crist, 2002;
Wallace & Lew-Ting, 1992).

Unfortimately, the provision offamily caregiving has become progressively
complicated as Latino women, who make up a significant portion of caregivers, become
less available for family caregiving(Maldonado, 1985; John, Resendiz,& De Vargas,
1997). Caregivers may be single parents, work outside the home,and live at greater

distances from their aging relatives' homes than in previous years. Furthermore, similar
to the mainstream U.S. population. Latinos are bearing and raising fewer children as a

consequence of higher educational attainment and mobility, as well as increased work
demands. These trends are likely to exacerbate the unmet needs for long-term care in the
Latino aging population.

Latino caregivers are particularly vulnerable to having numerous health problems

and experiencing psychological distress associated with caregiving because they tend to
care for family members in worse health and higher levels offunctional impairment
(Aranda et al, 2003). According to the National Alliance for Caregiving and the
American Association of Retired Persons(AARP;2004), 59% of Latinos assist someone

with at least one activity of daily living, compared with 48% of White caregivers, and are

twice as likely to report providing level 4 care(on a scale of5)as White caregivers(14%
versus 8%). Although Latinos live longer than the total population, they do so with
greater morbidity and disproportionately higher prevalence rates for chronic illness and

debilitating conditions(Ha5ward & Heron, 1999; Wallace & Villa, 2003).
Further, Latino caregivers tend to be younger, poorer, less educated,
underemployed, and in worse mental and physical health than their White counterparts

(Aranda et al, 2003). In their dedicated service. Latino family caregivers inadvertently
perpetuate poverty in their communities by foregoing work outside the home. For

example,in a study ofLatino family caregivers of mentally ill elders, over 40% reported
an annual family income ofless than $10,000(Guamaccia,Parra, Deschams, Milstein,&
Argiles, 1992).

Family caregivers routinely serve as health service brokers for their loved ones,
determining when and if to seek out long-term care services. Researchers have shown

that family caregivers of older Latinos who seek out supportive long-term care services
for themselves and the care recipient effectively offset the emotionally and physically

demanding work involved in caregiving (Aranda et al, 2003; Morano & Bravo, 2002).
Unfortunately, Latino caregivers underutilize needed long-term care services that

may actually protect their health and reduce caregiver-related stress and burden (National
Alliance for Caregiving & AARP,2004). Caregivers also delay seeking respite until the
care recipients' behavior, particularly in the case of dementia patients, has severely
worsened (Thomas et al., 2004). Consequently, caregivers deny themselves the respite

benefits afforded by long-term care, even when it is financially accessible. Care
recipients' health may also worsen, as their caregivers' mental and physical health
deteriorates. The underutilization offormal care services and dependency on familial

support reportedly decreases independence ofthe care recipient, a factor associated with
depression(Purdy & Arguello, 1992).

Inarguably, financial limitations and structural barriers to care will always be

responsible for a considerable portion of underutilization oflong-term care services

(Wallace & Villa, 2003). Other factors proven to affect long-term care service use by
Latino caregivers include declining functional status ofthe care recipient(Wallace,
Campbell,& Lew-Ting, 1994). Available qualitative research, albeit limited, suggests
that among other factors, cultural values and religious and spiritual coping may explain
why many Latinos delay or forego participation in needed long-term care services even
when accessible (Wallace et al, 1998; Mui & Bumette, 1994). The degree of
acculturation is thought to attenuate the effects ofthese factors. However,there is a
dearth ofsubstantive quantitative studies to adequately measure how these factors
converge to influence long-term care service use.

B. Purpose of the Study

The purpose of this study is to examine the significant predictors oflong-term

care use by Mexican-American elders and their family caregivers residing in South San
Diego, California. The predictive quality ofkey cultural factors, such as familism and

gender roles, will be explored. The extent that religious and spiritual coping by caregivers
influence their long-term care service use will also be examined. In addition, this study
will assess Latino caregivers' knowledge and perceptions about long-term care services
and their impact on service use. Lastly, the moderating effect of acculturation on the
influence ofkey independent variables on long-term care service use will be tested.
4

C. Research Questions

1. How is long-term care service use related to the following individual independent
variables?

(a)familism,(b)gender roles (specifically marianismo),(c)religious and
spiritual coping,(d)knowledge about long-term care services, and (e)
perceptions about long-term care services?

2. How is long-term care service use related to the above independent variables once
the following variables are controlled for: acculturation; caregiver age; education;

caregiver burden; income level; depression; and care recipient insurance and legal
status?

3. What is the correlation between acculturation and independent variables(a)
through(c)in question 1?

D. Definition of Terms

• Acculturation: The social and psychological changes that result from
continuous contact with individuals of different cultures, composed of
attitudes, values, behaviors, and a sense of cultural identity(Lara et al,
2005).

• Caregiver: An individual who provides care to an older or disabled
person in need of assistance with at least one activity of daily living (e.g.,
bathing, dressing) or one instrumental activity of daily living (e.g.,

managing finances, grocery shopping)regardless ofthe living
5

arrangements. Informal caregiving is typically unpaid care provided by a
spouse, relative, or friend. Formal caregiving is paid(AARP,2004).
Famllism: The concept of sacrificing one's needs for the benefit ofthe

family and emphasis on maintaining strong ties to the family (Steidel &
Contreras, 2003).

Gender roles; This study will concem itself with a Latino female's

traditional gender role, sometimes referred to as marianismo. It reinforces
chastity and self-sacrifice in favor of caring for and pleasing others.
Women are submissive and live in the shadows of the men in their lives

(e.g., fathers, brothers, and husbands; Gil and Vazquez,2002).
Long-term care: Range of medical and/or social services designed to help

people who have disabilities or chronic care needs. Services may be short
er long-term and may be provided in a person's home,in the community,
or in residential facilities (e.g., nursing homes or assisted living facilities;
HHS,2006).

Religiosity, religious coping, and spirituality: Religiosity represents an
institutional, more formal, doctrinal expression, while spirituality

describes the subjective and inward expression (Koenig et al, 2001).

Religious coping refers to the sacred methods used to grant significance to
difficult circumstances, and includes seeking spiritual support and

benevolent religious appraisal (Pargament, 1997). Some features of

spirituality may be observable through spiritual practices, while other

aspects are viewed as relational, and transcend oneself and material reality
(Walsh, 2000; Emmons, 1999).
E. Mechanisms

Figure 1 shows a possible model for evaluating the mechanisms that influence

long-term care service use, based on the model developed by Andersen (1995), in which
health service use is determined by predisposing, enabling, and need factors.

Predisposing factors include gender, age, and social status. Enabling factors refer to
conditions that facilitate or inhibit the use of health services, and need variables include

disability, chronic illnesses, and psychological well-being. Need characteristics are the
strongest predictors, representing the most immediate cause of health service use
(Bookwala et al, 2004). Bass and Noelker(1987)have previously encouraged
modifications to the Andersen model to include characteristics of both the caregiver and

care recipient because ofthe caregiver's important role in brokering health service use.
Enabling

Predisposing

factors:

Need factors:

factors:

Caregiver
•Familism*

•Gender roles*

•Perceptions about
services*

•Marital status

Caregiver
•Education
•Income

•Knowledge
about services*

•Physician's
referral*

•Age
•Relationship to

•Acculturation*

care recipient
•Empioyment

Care recipient

status

Caregiver

•Religiosity*
•Self-rated
health

•Depression
•Perceived
burden

Long-term Care
Service Use

Care recipient
•Income

•Functional
status

•Health

insurance

Figure 1. Model ofHealth Service Utilization adaptedfrom Andersen (1995). Additions
to the model are italicized and have an asterisk (*).

The modifications proposed to the model in this study (in italics) reflect a shift in
focus to almost exclusively caregiver characteristics, prime brokers oflong-term care

service use for dependent older Latinos. Further, the model considers familism, gender
roles, perceptions about long-term care services, and acculturation as predisposing
factors. Additionally, the new model adds knowledge about long-term care services as an

enabling factor, and examines religious and spiritual coping as a need factor. The
contributions ofthese factors and their relevance in predicting long-term care service use

are discussed below. Other factors depicted in the model have substantial documentation

in the literature that supports their ability to predict long-term care use, such as perceived
caregiver burden (Piercy & Blieszner, 1999) and caregiver health status (Penning, 1995;
Gill, Hinrichsen,& DiGuiseppe, 1998), as well as functional status ofthe care recipient
(Wallace, Campbell,& Lew-Ting, 1994; Thomas et al., 2004; Cox, 1993).

1. Familism

Familism is a multidimensional construct consisting of several concepts,

including the idea of sacrificing one's needs and desires for the benefit ofthe family; the
belief that adults should maintain a strong emotional tie with their family; the belief in

family reciprocity; and the belief that one should defend the family name and honor

(Steidel & Contreras, 2003; Purdy & Arguello, 1992). Cox and Monk(1993)suggest
that cultural values within the family unit create the expectation for immediate and
extended family to provide care to older relatives.

According to Greene and Ondrich (1990), the strong sense offilial obligation may
contribute to the underutilization ofnursing homes and other formal support services by
8

older Latinos and their caregivers. For example, Lockery(1991)reported that Latino

caregivers' sense of obligation to their aging relatives outweighed their own needs for
formal support services. In the process of fulfilling familial obligation, adult family

caregivers may willfully or unknowingly obstruct information regarding available
services(Purdy & Arguello, 1992). Mexican-American family caregivers who hold views

more strongly aligned with familism are more likely to sense an obligation to fulfill the
role as caregiver themselves, thereby attenuating their perceived need for and actual use
offormal care services.

2. Gender Roles

Since Latino caregivers are most likely to be daughters or daughters-in-

law(Cox & Monk, 1993; Harwood et al., 2000), expectations to provide care for aging
relatives and parents, which originates in familism, may also surface in the form of
traditional gender roles, referred to as marianismo. In a study of Mexican-American
female caregivers, for example, Jolicoeur and Madden(2002)found the "good daughter"
role(accommodating, obedient, and Strongly tied to family)to be more prevalent among

non-English speaking participants, who were presumably also less acculturated.
Adherence to more traditional gender roles is predicted to coincide with higher levels of

familism, and thus, lower rates oflong-term care use. As in the case offamilism, higher
levels of acculturation will likely diminish its effect on long-term care service use. No

research to date has qualitatively or quantitatively examined the explicit role of
marianismo on the caregiving expectation that Latino females may experience, nor how

this may compound the preexisting familism force and lead to even lower rates oflongterm care use.

3. Religious and Spiritual Coping

A growing body ofresearch indicates that many caregivers readily employ
religious and spiritual coping mechanisms to relieve stress and ameliorate the burden they
experience with caregiving (Fetzer Institute, National Institute on Aging Working Group,
1999). Spiritual and religious influences play a major role in perceptions of health,

illness, and daily life (Juarez, Ferrell, & Bomeman, 1998; Zapata & Shippee-Rice, 1999).
Caregivers and their families often cope with the stress of Alzheimer's by drawing on
their religious and spiritual beliefs(Stuckey Post, Ollerton, FallCreek,& Whitehouse,
2002). A few recent qualitative studies indicate that relative to White caregivers. Latinos
tend to rely more heavily on their religious faith to get them through tough times

(Calderon & Tennstedt, 1998; Valle et al, 1993; Adams, Aranda, Kemp,& Takagi, 2002).
Further, Coon et al(2004)found that, compared to White caregivers, Latina caregivers

reported a greater frequency of prayer, religious service attendance, and designation of
religion as a factor ofimportance.

Stressed caregivers may seek solace in their religious and spiritual beliefs, which

ultimately minimize perceived caregiver burden. Religious and spiritual coping may
increase their resiliency to otherwise deteriorating circumstances, and as a result, they
ultimately forego or delay seeking long-term care services. Conversely, caregivers may

gamer strength and identify practical resources through support networks in their church
that lead to referrals and increased long-term care use. To date, however, no study has
10

examined whether pronounced religious and spiritual coping by Latino caregivers may
increase or decrease long-term care service use.

4. Knowledge and Perceptions ofLong-term Care Services

Crist(2002)qualitatively identified seven barriers to the use of skilled
home care nursing services in a group of Mexican-American elders, including the

expectation of discrimination and lack of awareness about services. Unfamiliarity with
and suspicion offormal institutions, according to Lockery(1991), has also been
correlated with lower usage of health care services in ethnic minorities. As predisposing
factors, negative perceptions held by caregivers toward long-term care services - in terms

oftheir quality, dependability, respect, trust, and cultural sensitivity- may thus deter
caregivers from seeking them out.

Clearly, if services are not adequately promoted in this commimity, awareness of
services will be minimal, and long-term care service use will remain low. In this model,
however, knowledge refers not only to awareness of available services, but also

knowledge regarding illnesses (e.g., dementia-related diseases) that precipitates longterm care service use. Such knowledge also promotes understanding ofthe utility of

certain long-term care services to provide relief ofthe associated caregiver burden.
Hence, the revised model includes knowledge as an enabling factor for determining longterm care service use.

11

5. Acculturation

As a predisposing factor in Andersen's model, acculturation ofthe

caregiver was another phenomenon shown to be a significant predictor offormal support
service use among older Latinos(Radina & Barber, 2004). Acculturation is the process
ofsystematic cultural change of a particular society carried out by a dominant society;

such a change is brought about under conditions of direct contact between individuals of
each society(Winthrop, 1991). The process of acculturation thus enables individuals of a
minority culture to leam and adopt the language, habits, and values of a standard or
dominant culture. In a recent review ofthe literature, Lara and colleagues(2005)

described acculturation as a fluid process of multiple dimensions that can be measured
across a continuum. Greater levels of acculturation may also directly enhance service use,

as English-language proficiency and U.S. citizenship status, two aspects of acculturation,
may facilitate navigating health and social services (Cuellar, Bill,& Maldonado, 1995),
thereby reducing reliance on the family to provide care. Increased socioeconomic status,
also more common to acculturated Latinos, may diminish barriers related to the quality

and affordability of health and social services, thereby increasing formal care service use.

Acculturation may be a predictor oflong-term care use, because it can measure the
extent that individuals will display characteristics offamilism and adhere to traditional

gender roles. For example, Sabogal and colleagues(1987)found that the perceived
obligation to the family, a dimension offamilism, decreased with higher levels of
acculturation. This finding was corroborated by Zuniga de Martinez(1980), who found
that as acculturation increased, traditional attitudes regarding familial support of the

aging relative decreased in a group of Mexican-Americans in San Diego County.
12

CHAPTER 2

REVIEW OF THE LITERATURE
A. Overview

Changing demographic trends and increasing diversity ofthe aging population
have contributed to the growing interest in research on the d3mamics ofinformal
caregiving and its potential to offset anticipated long-term care needs. By the year 2050,

projections indicate that the population of older Latinos will increase seven-fold (Aranda,
Villa, Trejo, Ramirez,& Ranney,2003). Although minorities suffer from higher rates of
debilitating diseases, they are less likely to be institutionalized than Whites(Aranda et al.,
2003). Thus, not only are Latinos responsible for providing much oftheir own

caregiving, they are caring for family members with more complex health, social, and
long-term care needs than the general population(Aranda et al., 2003). Significant
barriers to accessible, affordable, and quality medical care all complicate matters for
family caregivers of older Latinos(Keppel, Pearcy,& Wagener, 2002).
Overall, the literature illustrates disparities in the extent ofthe caregiving role
among ethnic minorities, how they perceive their role as caregivers, their coping

strategies, and their utilization of long-term care services. However,few well-conducted
research studies exist to properly evaluate the specific cultural factors and style of coping
that contribute to the underutilization oflong-term care service use by Latinos.
Quantitative research related to how Latino norms and values impact formal service
utilization is also lacking. Although dementia-related disorders are common in Latino
populations, so too are other chronic conditions, such as diabetes mellitus, arthritis,
kidney disease, and stroke, which necessitate the provision of around-the-clock care to
13

aging relatives. Yet there is an overemphasis on dementia-related studies and too little
attention given to the caregiving of older adults with non-dementia conditions.
Long-term care service use may alleviate observed stress and burden, and

consequently, diminish associated negative health outcomes in this population. The
literature was explored to identify factors associated with the underutilization of needed

long-term care use in this community. Lack of health insurance and poverty only partly
explain why Latinos and their caregivers underutilize long-term care. Cultural values
rooted in familism and marianismo,the ideal created by the sexual division of labor in
Latin American countries, whereby Latin American women are expected to live in

accordance with the values exemplified by the Virgin Mary(Bidegain, 1989), as well as

religious and spiritual coping, may have a profound influence on their decision to seek
out and utilize such services.

The Latino family has historically been praised for its strong family ties and
familism, the idea that family comes first above everything else. However,regarding care

oftheir elderly. Latinos are experiencing strains similar to other Americans. The
structure of the Mexican-American family is changing as more women are working

outside the home and children move farther away, making it difficult to care for aging

parents and relatives (Dietz, 1995). Contrary to the belief that familism helps Latinos care
for themselves, many needs of older Mexican-Americans are still unmet. It is critical that

the assumption that Mexican-American family members will be accessible to their elders
is set aside and that health and social researchers begin identifying and responding to the
mounting long-term care needs of older Mexican-Americans.

14

This literature review delineates the characteristics of Mexican-American elders

with respect to their utilization offormal health services, inequities with health problems,
and relative access to health services. The next section explores the phenomenon of

family caregiving among Latino caregivers. Family comprises the largest network of
caregivers in the United States, and it is well documented that caregivers experience a

great deal of strain and stress while caring for older adults. Cultural values, such as
familism and gender roles, are discussed in the subsequent section,followed by an
examination ofreligious and spiritual coping, which has been revealed to impact

caregivers' roles and use offormal health services. Literature regarding acculturation as
a direct and indirect determinant of long-term care service use is presented in the

following section, followed by a rationale for assessing attitudes and perceptions about

long-term care services. The next section explores long-term care service utilization and
the evolution ofthe Andersen Behavioral Model of Health Care Service Utilization

(1968), which explains patterns that affect the utilization offormal health care services
among various populations. The final section outlines the benefits of participating in

long-term care services and barriers, such as wariness offormal institutions, which
contributes to the underutilization oflong-term care by Latinos. Research has shown that

when caregivers can more effectively manage their responsibilities and alleviate resulting
stressors, usually through knowledge and formal training, they are able to remain the

primary caregiver and help the care recipient remain living independently in the
commimity for a longer period oftime.
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B. Characteristics of Older Mexican-Americans

The 2000 Census reported that 35.3 million persons in the U.S. and 3.8 million
persons in the Commonwealth ofPuerto Rico self-identified as Hispanic. By this
definition, individuals of Central or South American, Cuban, Mexican,Puerto Rican, or

some other Spanish origin are all considered to be Hispanic, regardless ofrace. Some

individuals, including this author, prefer the term "Latino," which is interchangeable with
"Hispanic," and is acceptable when describing the same heterogeneous group of
nationalities mentioned by the U.S. Census. This group constituted about 12.5% ofthe
entire U.S. population in 2000. The national percentage breakdown by sub-population
was about 7.3% Mexican, 1.2% Puerto Rican,0.4% Cuban, and 3.6% other Latino.

Because Latino subgroups differ considerably with respect to their demographic

characteristics, lifestyles, diets, etc., variations among subgroups that delineate sociodemographic differences in access to care should be duly noted wherever research is
available.

In the next 50 years, the population ofolder persons among all racial and ethnic
minority groups will increase dramatically; among this number,the older Latino
population is projected to grow the fastest, from approximately 2 million in 2000 to over
13 million by 2050(Census, 2000). This population's general access to health care is

very limited, however, in comparison to that of White families(Cox & Monk, 1999). The
elderly Latino population (age 65 and older) is expected to rise from its current 5.6
percent of the entire U.S. population to 16.4 percent by the year 2050.

In general. Latino caregivers are usually younger, poorer, less educated, and in
worse mental and physical health than Whites(Cox & Monk, 1990). In 2001, the poverty
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rate for Latino elderly persons was 22%, more than twice the rate for the total elderly

population (10.1%). Currently, the median income for elderly White males is $20,856;
for White females, $11,929; for elderly Latino males, $12,338; and for elderly Latino
females, $7,585 (Administration on Aging, 2003a).

Additionally, Medicare participation rates among Latino elders appear

considerably lower than those for non-Latinos. About 4% of White elders are not enrolled
in Medicare, compared to 10% of Latino elders. Even among the Latino elders enrolled,
many do not take foil advantage ofthe benefits in the program. The cost sharing
associated with Medicare coverage may be a factor that affects access to medical services
by Latinos.

Despite the low utilization of Medicare among the Latino elderly, according to the
1999 Kaiser Family Foundation report. Key Facts: Race, Ethnicity and Medical Care,

nearly 25% of Latinos have no supplemental insurance and thus rely solely on Medicare
as their primary source for health insurance. However, Mexicans report needing more
social services compared with other Latino subgroups. This difference is particularly

amplified among individuals with lower levels of education. In a study ofthe long-term
care policy implications ofthe growing population of older Latinos, researchers pointed
to the facts that older Latinos tend to be reliant on publicly fonded programs and are at

risk if cutbacks in Medicare and Medicaid take place (Villa & Aranda, 2000).

Latino life expectancy at birth in 2000 was 75.2 for males and 82.8 for females, in
comparison with 73.9 years for White males and 79.4 years for White females for the
total U.S. population (U.S. Census, 2000). In 2001, Latinos experienced more age-

adjusted years of potential life lost before the age of75 per 100,000 population than
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Whites for stroke, chronic liver disease, diabetes, human immunodeficiency virus(HIV),

and homicide (Centers for Disease Control, 2004). While Latinos may live longer than
the total population, they do so in greater morbidity(Hayward & Heron, 1999; Wallace &
Villa, 2003)and have disproportionately high prevalence rates for chronic illness and
debilitating conditions. Health disparities among Mexican-American elders include

higher levels offunctional impairment associated with arthritis, neoplasm, diabetes,
stroke, heart attack, and hip fracture, compared to rates for White elders or other Latino
subgroups. According to the National Center for Health Statistics, while Latinos aged 65
and older are less likely to die ofcancer and heart disease than the total U.S. population

of elderly persons, they have a higher prevalence ofinfluenza, pneumonia, gallbladder
disease, and infectious and parasitic diseases(Anderson & Smith, 2005). Older MexicanAmericans also have high rates of diabetes, associated with a greater health burden
among older adults(Moritz, Ostfeld, Blazer, Curb, Taylor,& Wallace, 1994). MexicanAmericans also experience significantly higher rates of depression than their White
counterparts(Black, Markides,& Miller, 1998).
While African-Americans in the United States experience measurable health
disparities in stroke, hypertension, nationally notifiable diseases, and childhood asthma.
Latinos are disproportionately affected by unintentional injury and diabetes in

comparison. According to the National Vital Statistics System (Anderson & Smith,
2005), one ofthe top leading causes of death in 2002 among Latinos was unintentional
injury, 8.4% in comparison to 4.3% among African Americans. Another leading cause of
death among Latinos was diabetes, 5.0% in comparison to 4.4% among African
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Americans. Homicide was a leading cause of death among both Latinos(2.8%)and
African Americans(2.9%).

In 2003,15.8% of all persons aged 65 and older were diagnosed with diabetes,

but the age-adjusted rate among Latinos was 44% higher than for Whites(Administration
on Aging,2003b). Also in 2003, only 28% of Latinos aged 65 and over received
pneumococcal vaccinations, compared to 58% of Whites(Administration on Aging,
2003b). Mexican-Americans, who comprise nearly 66% ofLatinos living in the Lf.S., are

more likely to have high blood pressure than any other Latino subgroup. Further, the

Hispanic Established Population for the Epidemiologic Study for the Elderly(EPESE)
demonstrated the prevalence of depressive symptoms to be at 25.6% among the study

sample of2,823 elderly Latinos, with rates significantly higher among women(31.9%)
compared to men(17.3%; Black, Markides,& Miller, 1998). Multiple logistic regression
found depressive symptoms to be highly associated with greater financial strain,
functional disability, and chronic medical conditions. Among Mexican-bom immigrants,
females were found to have a higher risk for displaying depressive symptoms, while men
showed a lower risk. Other factors, such as low socioeconomic status, plague elderly

Latino individuals' access to health care. According to Haan and colleagues(2003), there
are no current estimates of dementia prevalence for Mexican-Americans.

C. Caregiving

According to the Center for Medicaid and Medicare Services, 12 million older
Americans will need long-term care by 2020. Most will be cared for at home; family and
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friends are the sole caregivers for 70% of the elderly. Family caregivers are the backbone

ofthe long-term care system in the United States. Caregivers experience a great deal of
strain and stress when caring for older adults, which adversely affects their health and
psychological well-being (Purdy & Arguello, 1992). Amo and colleagues(1999)
estimated the value offamily caregiving in 1997 at $196 billion, assuming that the

average annual number of hours ofinformal caregiving was replaced with paid services.
The t5T)ical caregiver serves as an advocate for the care recipient to ensure a better

quality of life, although the exact definition ofa caregiver varies from study to study
(National Alliance on Caregiving and AARP,2004). An estimated 61% ofcaregivers are
women(AARP,2004). According to the National Alliance for Caregiving and AARP
(2004), caregivers spend as many as 11 hours each day in their caregiving role.
A recent study by the National Alliance for Caregiving and AARP showed that
overall, Asian-American, African-American, and Latino caregivers provide similar types

of care and experience similar stresses; among these groups. Latino caregivers are more

likely to say they live with the person they care for(National Alliance for Caregiving &

AARP,Caregiving in the U.S., 2004). Latino caregivers tend to be younger, poorer, less
educated, underemployed, and in worse mental and physical health than their White
counterparts(Aranda et al, 2003). Weiss and colleagues(2005)reported that

significantly more Latinos received informal care compared to Whites, a rate of44.3%

versus 24.6% respectively, from a cross-sectional analysis ofthe 1993 Asset and Health
Dynamics Study of7,443 adults aged 70 and older. Latino caregivers are also providing
more hours ofinformal care compared to White caregivers(11 versus 7.5 weekly hours).
Further, because Latino caregivers delay institutionalization longer than Whites(Gaugler
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et al, 2003; Yaffe et al, 2002), they remain in their caregiving roles for a greater period of
time, prolonging the health and emotional effects oftheir commitment.

Latino caregivers are particularly prone to deteriorating health compared with
other ethnic groups (Phillips et al, 2000). Valle, Cook-Gait, and Tabaz(1993)reported
that Latinos rated their perceived health much lower than Whites, and Cox and Monk
(1990)found that 63% of Latino caregivers reported a negative change in their health
after a six-month period of providing care, in contrast to 29% of African-American

caregivers. Despite the expected decline in health that accompanies caregiving, some
researchers have found mixed results with regard to the impact of caregiving on the
mental health of Latinos. In their study, Jolicoeur and Madden(2002)report that

compared to Whites, Mexican-American women perceive caregiving in a more positive
light, viewing it as a responsibility that goes beyond one ofobligation to one that proves
rewarding. On the other hand, Aranda and Knight(1997)found that Mexican-Americans

appeared to feel more bothered and upset by specific tasks and elders' behavior when
compared with Whites. It remains unclear how these perceptions, positive and negative,
manifest themselves into specific and measurable physical markers of compromised
mental or physical health in the Latino population of caregivers.

D. Cultural Values and Caregiving

Cultural values and norms play a significant role in the care of older Latinos and
the attitudes and health offamily caregivers. Disparities in Latino caregivers' health and
perceptions offormal health care services, as compared with White and other ethnic
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counterparts, can partly be explained by specific cultural attitudes that shape their

caregiving role(Cox & Monk, 1993; Ayalon, 2004). At the same time, limited research
has been conducted to evaluate the specific cultural attitudes and behaviors that influence

caregivers' roles and style of coping. As with most research that seeks to examine crosscultural differences, research in this area has been limited to the use ofrace and ethnicity

as a proxy in assessing "cultural" differences that may accormt for differences in service
use (Wallace, Levy-Storms, Kington,& Andersen, 1998; Ho, Weitzman, Cui,& Levkoff,
2000;& Weiss, Gonzalez, Kabeto,& Langa, 2005). Without the proper

conceptualization of culture and measurement of its related variables, the generalizability
ofthe research is questionable (Betancourt & Lopez, 1993).

Cox and Monk(1993) posit that cultural values and norms shape familial

relationships that create the expectation for immediate and extended family to provide
care to older relatives. For example, key informants reported that elders refused referrals

because they expected their families to attend to all their needs (Crist, 2002). Another
study describes a conflicting sentiment among older Mexican-Americans. Semistructured interviews with 10 older Mexican-American men and women from an inner-

city senior citizen congregate meal site revealed that participants viewed nursing homes
as a last resort, yet expressed a desire to not be a burden to their children (Johnson et al,
Schwiebert, Alvarado-Rosenmann,Pecka,& Shirk, 1997).

Proximity to adult children appears to be imperative in accessing and utilizing
needed long-term care services. For those living alone or with a spouse, having children
nearby raised the odds of using paid functional assistance compared to those without

children nearby, despite children being viewed as a source ofinformal help (Wallace,
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Levy-Storms,& Ferguson, 1995). Using the 1988 wave of data from the National Center
for Health Statistics Longitudinal Study on Aging and the Commonwealth Fimd

Commission Survey ofElderly Hispanics, logistic regression was used to calculate the

predictors of paid in-home functional assistance among disabled Latino and non-Latino
elderly people. Older Latinos had a lower probability of using paid assistance when they
were socially isolated and highly disabled as opposed to the less socially isolated and
disabled. However,they had a higher probability of using paid assistance when their
children lived nearby compared to those without children nearby. Additionally, Dietz
(1995)argues that the informal support network of elderly Latinos tends to be affective as

opposed to instrumental. Other findings suggest that services provided by older family
members in Latino households, such as caring for grandchildren, influence the future

expectation that they will be cared for(Markides, Boldt,& Ray, 1986).
In semi-structured interviews, African-American, White, and Mexican-American

caregivers remarked on the importance of"taking care of your own," referring to the
consideration that nursing home placement was an option oflast resort(Ayalon, 2004).
This was corroborated by Neary and Mahoney(2005), who interviewed 11 caregivers

and, after applying Leninger's ethnonursing data analysis approach,found that Latino
caregivers of relatives with dementia are willing to consider placement when home care
becomes impractical.

1. Familism

Familism is one phenomenon that has been more widely studied and

accepted as a culturally based construct when conducting health research in the Latino
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community. Familism refers to the idea that family is at the center of one's daily life, and
grants importance to both the immediate and extended family as a support network
(Steidel & Gontreras, 2003). Decisions are usually made with consideration to how they
will affect other family members. The commitment to the family, as prescribed in

familism, may be a motivator in deciding to provide care for loved ones in the home. This
same commitment, however, may act as a barrier to seeking long-term care services, as

doing so may be viewed by caregivers as neglecting their commitment to their family. In
a display offamilism, caregivers may view the caregiving responsibility as theirs alone,
and thus be reluctant to seek out supportive long-term care services(Purdy & Arguello,

1992). Family members often serve as the informal network of Mexican-American elders
and can act as information brokers, informing them ofthe available services that are

provided by formal agencies(Henderson & Gutierrez-Mayka, 1992). Lockery(1991)
noted that lower usage offormal services by ethnic minorities is partly explained by a
greater reliance on filial piety, greater availability of extended family supports, and
cultural beliefs regarding the obligation to care for one's own family. Also, family

members responsible for the care of aging relatives may be uninformed about available
services or the care recipients' disease, or they may be undergoing financial hardship.
Such factors all potentially decrease service use.

In their comparative study of Latino and White female family caregivers,

Mausbach and colleagues(2004)concluded that Latinas delayed institutionalization of
aging parents longer than Whites, and attributed this delay to cultural values and an

obligatory view toward their caregiving role. Familism may even directly impact the

caregiver's mental health. As Kosloski and colleagues(1999)found from data collected
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from 573 caregivers of Alzheimer's patients, that a caregiver's perceived expectation to

provide care may be a risk factor for depression. Jolicoeur and Madden (2002), for
example,found that even when Mexican-American women sought to fulfill their
obligations and had more family to assist them with caregiving, they experienced
significantly lower levels of satisfaction.

2. Gender Roles

Familism is among those cultural values that define the concept of
marianismo. Marianismo encompasses the gamut oftraditional cultural values and

gender roles recognized by Latino women and stipulates, among other things, that women
self-sacrifice in service oftheir children and families(Melendez, 2004). The caregiving

role, in general, is most likely to be fulfilled by a female(Ayalon, 2004), and among
Latinos, caregivers are most likely to be daughters or daughters-in-law(Cox & Monk,
1993; Harwood et al., 2000). However, no research to date has examined qualitatively or

quantitatively the explicit role of marianismo on the expectation to provide care that

Latino female caregivers of older relatives may experience, nor how this may amplify the
preexisting influence offamilism and lead to even lower long-term care service use.
The closest reference to marianismo with respect to caregiving comes from

Jolicoeur and Madden(2002)in their examination of what they term the "good daughter"

role. Quantitative and qualitative data were drawn from interviews with Mexican-

American female caregivers in which the "good daughter" role was found to be valued by
all women. The expectation to fulfill the "good daughter" role was expressed more

frequently by solely Spanish-speaking participants, which may be a function oflower
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levels of acculturation. A closer examination of marianismo and acculturation, as

proposed by this study, may elucidate how these factors predict long-term care service
use among Mexican-Americans. Because marianismo provides a model for female
behavior based on the ideal ofthe Virgin Mary, gender roles—particularly as exemplified

in the attitude of self-sacrifice among women—and religious piety in the Latin American
community are framed in the same sociocultural context.

E.Religious and Spiritual Coping

A large percentage ofthe U.S. population subscribe to one set ofreligious beliefs
or another, which they turn to for refuge and coping when faced with caregiving troubles
(Pearce, 2005). Religious coping refers to the sacred methods used to grant significance
to difficult circumstances, and includes seeking spiritual support and benevolent religious

appraisal(Pargament, 1997). The term "spirituality" is less clearly defined or
operationalized in the literature, but its constructs overlap with religiosity in common

usage (Miller & Thoresen, 2003). Some features of spirituality may be observable
through spiritual practices, while other aspects are viewed as relational, and transcend
oneself and material reality(Walsh,2000; Emmons, 1999). Koenig(1994) has identified
two ways that religion and spirituality may affect overall well-being: first, by providing a
framework for imderstanding why bad things happen; and second, by considering the

prospect ofan afterlife for followers. Pargament(1990)has mostly focused on how
dimensions ofreligion and religious practices may aid individuals in coping with stressful
situations.
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Caregivers may use their religiosity and spirituality as a way of coming to terms
with the disease ofthe care recipient. Religion and spirituality may be a critical resource

for coping with stressful life events. Qualitative analysis of interviews with 20 Catholic
and 20 Protestant key informants, half of whom were caregivers ofspouses with
Alzheimer's and the other half of whom were non-caregivers, showed that all informants

had integrated religious and spiritual beliefs and practices into their lives to help make
sense of stressful situations (Stuckey,2001). Among the emerging themes was the role

ofreligion and spirituality in helping individuals find acceptance and peace with the
disease. Some saw their caregiving role not as a punishment from God,but rather, an

opportunity for personal growth. Others commented that their experience brought them a
sense of God pulling them through their struggles. Conversely, religiosity among

caregivers may actually be a barrier to finding peace in stressful life events when they
perceive the role as a punishment from God(Hopkins, 1997).

Stolley, Buckwalter, and Koenig(1999)examined the use of prayer and religious

coping among 64 caregivers aged 35 to 87 of persons with Alzheimer's disease and
related disorders. Caregivers were interviewed to determine the role of prayer and

religious coping in the caregiving stress and coping process. Results showed that
caregivers used prayer and religious coping frequently, that they perceived prayer and

trusting in God as effective coping mechanisms, and that internal religious activities
helped them get through the caregiving situation.

Farran and associates(1991) developed and qualitatively tested an existential

model for finding meaning, which was applied to 94 family caregivers of persons with
Alzheimer's disease. Meaning, as an aspect of spirituality, may need to be further
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explored, In a recent literature review, Pearce(2005)found that high rates ofreligious

coping among informal caregivers was associated with better mental health and
caregiving experiences. In a separate study, investigators noted the family caregivers of
community-dwelling disabled elders who used religious and spiritual beliefs as a coping
mechanism had lower levels of depression(Chang, Noonan,& Tennstedt, 1998).

There remains conflicting evidence about the benefits ofreligious and spiritual

coping on the physical health ofindividuals(Powell, Shahabi,& Thoresen, 2003). In the
authors' review of evidence, they fotind that recent research provides strong support that

Judeo-Christian religious practices can be linked to lower blood pressure and improved
immune function(Seeman,Dubin,& Seeman, 2003). It has also been posited by Magafia

and Clark(1995)that religiosity and spirituality of Mexican-American women protected
them from having babies with low birth weight. Significantly, despite conditions such as
lower socioeconomic status, which place them at higher risk, Mexican-American women

have relatively low rates oflow birth weight babies compared to other ethnic groups.
Research studies that specifically evaluate the role ofreligion and coping with caregiverassociated stressors in Latino communities are scant. Available qualitative research,

however, has revealed that Latino caregivers identify religion as a key coping strategy in
managing caregiving (Calderon & Tennstedt, 1998), and rely more on faith or prayer than

Whites (Valle et al, 1993). Similarly, Adams et al (2002)found that Mexican-American

caregivers used spiritual appraisal significantly more than White caregivers, although the
two groups did not differ significantly in their use ofreligion as a coping resource.
In a recent study. Coon and colleagues(2004) assessed religious and spiritual

coping in 191 Latino and 229 White female caregivers using three Likert-scale items in
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reference to the importance of religious faith or spirituality, attendance at religious
services or activities, and the frequency of prayer or meditation. Results showed that

Latina caregivers appraised behavioral problems as less stressful and viewed caregiving

as a significantly more positive experience than White caregivers. Further, they reported
a greater frequency of all three ofthe items assessing religious coping and behavior (i.e.,
prayer, attending religious services, and importance ofreligion).
Evidence that religion and spirituality alter caregivers' perceptions oftheir
circumstances and enhance their ability to cope with stressful situations would warrant
further research in Latino communities, where preliminary research suggests a greater use

ofreligion and spirituality as coping mechanisms relative to other communities.

F. Knowledge and Perceptions of Long-term Care Services

Lack of knowledge regarding dementia-related disorders, prevalent among

Latinos, may determine how caregivers perceive that relative's symptoms and behaviors,
and how they respond to their need for care. Inaccurate views toward cognitive

impairment held by caregivers may contribute to delays in seeking care for older relatives
with dementia(Novak & Riggs, 2004). In a qualitative study, Henderson and Gutierrez-

Mayka(1992)found that Latinos tended to stigmatize demented older relatives and label
them as crazy. Other research shows that Latinos have a high acceptance of cognitive

impairment and view dementia as a normal part of aging to be managed by the family
(Novak & Riggs, 2004). The failure of caregivers to recognize symptoms of dementia
and legitimize their condition may lead them to pass up opportunities to participate in
long-term care services suitable for persons with dementia-related disorders. In fact,
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Kosloski, Montgomery,and Kamer(1999)contend that these differences in attitudes
toward illnesses may contribute to the underutilization offormal services by Latinos.

Although some ofthe literature categorizes these misplaced perceptions toward dementia
as having a cultural basis, they are likely attributed to a lack ofknowledge about the
disease resulting from lower educational attainment and limited access to health
education by Latino caregivers.

In semi-structured interviews of 11 caregivers, Neary and Mahoney(2005)found
that Latino dementia caregivers are willing to consider placement when home care

becomes impractical. Further, in contrast to other studies, they concluded that a lack of
knowledge,rather than culturally influenced beliefs, was a major deterrent to recognizing
initial symptoms of dementia that may result in delayed care. The literature must separate

reasoning for the underutilization oflong-term care services that relates to cultural
attitudes and perceptions from those resulting from a lack of knowledge(Neary &
Mahoney,2005).

Lack ofknowledge regarding available services is a more evident barrier to longterm care service use, which may reflect inadequate promotion of services to this

community. However,knowledge extends to awareness ofthe scope of services
encompassed by long-term care, and recognition of their utility according to the

caregivers' and care recipients' needs, as well as knowledge of eligibility requirements
for certain long-term care services. These underlying gaps in knowledge will be
addressed in this study.

The expectation of discrimination was among several barriers to using skilled
home care nursing, as reported by Mexican-American elders (Crist, 2002). Unfamiliarity
30

with and suspicion offormal institutions, according to Lockery(1991), have also been

correlated with lower usage of health care services in ethnic minorities. Perceptions about
care providers in long-term care settings have been successfully studied by Bradley and
colleagues(2002)in predicting service use among African-Americans. Assessing

perceptions held by caregivers toward long-term care services, in terms oftheir quality,
dependability, respect, trust, and cultural sensitivity may likewise contribute significantly
to understanding the low utilization rates oflong-term care services by Latinos.

G.Acculturation

Acculturation involves the social and psychological exchanges that result from
continuous contact with individuals of different cultures and is composed of attitudes,

values, behaviors, and a sense of cultural identity(Cabassa, 2003). There remains much

discord regarding the proper conceptualization of acculturation and whether it can be
viewed as unidimensional or multidimensional(Berry, 2003). An alternative approach to

studying acculturation is the explicit assessment of cultural values associated with
acculturation (Berry, 2003; Betancourt & Lopez, 1993), as this produces stronger

explanatory models and helps determine the extent of acculturation in those culturally
based dimensions.

Regardless, research that considers individual levels of acculturation has found
important differences in how caregivers respond to the stress of providing care to older
relatives. These may have profound implications in determining how caregivers respond
to expectations to provide care and their decision to seek out and utilize supportive longterm care services. Level of acculturation has been correlated with service utilization,
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which is affected by linguistic barriers; cultural beliefs regarding family roles and

responsibilities; lack of knowledge of available services and discrimination (Sanchez,
1987).

In 2002, Jolicoeur and Madden used structured and open-ended face-to-face

interviews to explore the dimensions of caregiving in a group of39 Mexican-American
caregivers residing in Southern California. Specifically, they compared caregiver stress,
burden, and overall satisfaction by level of acculturation. The researchers concluded that,

compared to more acculturated caregivers, less acculturated caregivers experienced
greater stress, burden, and significantly lower satisfaction even though they had more
family members available to assist with caregiving.

The degree of acculturation may determine the extent to which familism unfolds
within each family. Sabogal and colleagues(1987)foimd that less acculturated Latinos,
as indicated by language proficiency and preference, expressed higher levels of

obligation toward and reliance upon the family than more acculturated Latinos. Thus, it
is expected that more acculturated Latinos will utilize long-term care services more
readily. Acculturation levels may also directly affect the mental health of older Latinos,
caregivers, and care recipients alike. Gallagher-Thompson and colleagues(1997)found
that mainstream language use (English) and number of years in the U.S. predicted

depression in a sample of 119 elderly Mexican-American women aged 60 to 83.
The effect of acculturation on Latino caregiver stress is not clear-cut, however.
Greater levels of acculturation may have the opposite effect (i.e., increase stress) on

caregivers when acculturated caregivers are met with conflicting role expectations. For
example, Markides, Liang, and Jackson(1990)reported that, among caregivers,
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daughters were more likely to experience multiple role demands than their mothers, such
as working outside the home while caring for a relative, which may result in different
traditional views. While the relationship between acculturation and caregiver stress

among Latinos has not been appreciably delineated, understanding the impact of
acculturation on caregiver stress is vital to predicting long-term care service use given
that perceived caregiver burden and stress are good indicators of eventual long-term care
service use.

In certain areas, such as substance abuse and birth outcomes, acculturation has

been shown to have a negative impact on Latinos(Lara et al, 2005). In areas such as
health care access and perceptions of health, the trend is generally positive. Important
contextual factors such as pre-immigration factors, settlement context, and individual
variations in coping must also be taken into account when analyzing acculturation's

effect on public health outcomes, caregiver stress or otherwise. Various acculturation
scales exist to describe these complex phenomena, and include culturally specific

behaviors (e.g., music, diet, media, etc.); proficiency in and preference for either Spanish
or English; knowledge of culture-specific history; and adoption of and belief in culturespecific values(Lara et al., 2005).
Critics of acculturation scales argue that language measures are problematic

because they do not capture the complexity oflanguage use among bicultural people.

Biculturalism, according to Magana(1996), doesn't equate to the equal embrace of both
cultures; for example, bicultural individuals may speak Spanish predominantly within the
family construct while maintaining social affiliations with various cultural groups.
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Conversely, predominantly English-speaking Latinos may socialize primarily with other
Latinos.

Lara and associates(2005)state that unidimensional definitions of acculturation
assume a linear continuum: from total immersion in one's culture of origin, to complete

absorption into the dominant culture. The individual's relationship to his or her original
culture is thus inversely proportional to the degree of acculturation into the dominant
culture.

More recent models have questioned the validity ofthe unidimensional model of
acculturation by suggesting that the relationship between acquirement of dominant
culture and maintenance ofone's original culture is not mutually exclusive. Lara and
colleagues(2005)summarized acculturation as a fluid process of multiple dimensions
that can be measured across a continuum. Furthermore, Sabogal and associates(1987)

found that certain aspects offamilism (a sense of obligation to one's family as a
behavioral referent) shift as an individual becomes more acculturated, while others
remain consistently important, no matter what the level of acculturation.
The demonstrably negative effects of acculturation among Latinos living in the
United States lie in areas such as substance abuse, diet, and birth outcomes(Lara et al,

2005). Among Mexican-American women,acculturation is associated with lower birth
weight, prematurity, and teenage births. Also, the negative effect of acculturation on
substance abuse generally appears to have a stronger effect on women than men. Coon
and associates(2004)found that highly acculturated Latina women were four to seven

times more likely to acknowledge substance use during pregnancy than less acculturated
Latinas.
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Further, nutrition and dietary patterns have sometimes been shown to be more

favorable among less acculturated Latinos, who consume less fat and more fiber, as well
as a higher intake of proteins, vitamins A,C,E,B6, and calcium. Latino elderly persons

generally consume less saturated fats and simple sugars and more complex carbohydrates
than Whites; however. Latino elderly persons who have resided in the U.S. for several
years have eating pattems similar to those of Whites(Lara et al, 2005).
An extensive review ofthe literature on acculturation among Latinos by Lara and

associates(2005)found a generally affirmative health self-assessment, which perhaps

proceeds from the fact that highly acculturated Latinos are more likely to use preventive
services, have a higher rate of health insurance coverage, and experience fewer barriers to
health care. Even after controlling for poverty and other barriers. Wells and associates

(1989) discovered that less acculturated Latinos have more barriers to mental health care
than do more acculturated Latinos.

However,there have been no consistent indicators ofthe negative and positive

impacts of acculturation in past research studies, and in some cases, acculturation's effect
on health outcomes is inextricable from language, country of origin, and the acculturation
scale implemented in the study(Lara et al, 2005). In other cases, studies that have been
controlled for age, educational attainment, insurance, etc. may not reveal anything about
the outcome effects of acculturation.

Other studies report mixed results or no association between birth outcomes and
acculturation. For example,Zambrana(1997)found that higher acculturation was
significantly associated with more undesirable prenatal behaviors and risk factors among
Mexican-American women,but there were no direct effects on infant birth weight or
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gestational age. In general, however, while more acculturated Latinos may perceive
themselves as being in better health than less acculturated Latinos, the trend points
toward worse health outcomes for more acculturated Latinos(Lara et al, 2005). This

disparity may be explained if contact with a physician and increased access to care give
more acculturated Latinos a sense of more disease control through diagnosis, and

sjmiptom control from direct medical care.

H.Long-term Care Service Utilization
1. Long-term Care Service Use

According to the Centers for Medicare and Medicaid Services, long-term

care encompasses a variety of medical and non-medical services to people with a chronic
illness or disability provided at home,in the community, in assisted living settings, or in

nursing homes. It also refers to services designed to help meet health or personal needs,
and can be defined as paid or unpaid assistance, or assistance provided by a relative in
any setting (Wallace, Levy-Storms,& Ferguson, 1995). Long-term care includes

supportive services to assist people with activities of daily living (e.g., dressing, bathing)
or instrumental activities of daily living (e.g., grocery shopping, transportation). For the

purpose of this study, long-term care will refer to paid or impaid services, both medical
and non-medical, which are provided by non-relatives at an institution, in the community,
or in the home,and which are designed to aid the aging family member with either health

or personal needs in an effort to reduce caregiver burden. Since caregivers are the focus
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of this study, long-term care services will include care management programs, support

groups, or health education geared specifically toward the caregiver.

2. Andersen's Behavioral Model ofHealth Care Service Utilization
Andersen's Behavioral Model of Health Care Service Utilization(1968)

explains the pattems that affect the utilization offormal health care services among
various populations. The model incorporates concepts from the behavioral sciences to

understand the processes of health services delivery and health-related outcomes for
individuals.

The model comprises three groupings of variables:(a) predisposing factors, which
are personal or community characteristics that favor or predispose action related to

obtaining health care, such as age, sex, marital status, family size, and other factors that
are unlikely to vary as a result ofillness or need for formal services;(b)enabling factors,
which include resources that foster the process of obtaining health care, such as income,

savings, education, insurance, or community resources; and(c)need factors, which are
articulated by those in need, determined by health care providers, or identified by
researchers and decision-makers.

The 1974 Aday and Andersen model was the first variation ofthe model

explicitly used for understanding processes in accessing care. As the health care system

and external environment gained prominence over time, the model gradually evolved into
the 2001 Andersen and Davidson expansion, which divided the extemal environment into

predisposing, enabling, and need factors. Accordingly, the study of health care use and
access has shifted demonstrably from an individual-level focus to a combination ofthe
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individual, health care services, external environment, and the corresponding effects that
each ofthese has on the others.

While the Andersen model is widely acknowledged as the most well-known and
most utilized model of access to care, a number ofresearchers are calling for

modification ofthe model. These proposed modifications ofthe Andersen model

primarily reflect the growing wave ofthinking about health care access, use, and related
issues within the health services research field. Bass and Noelker(1987)have suggested

revising the model in favor of a more holistic view, specifically in expanding

predisposing, enabling, and need factors to include both the caregiver and care recipient.
Because the caregiver can play a major role in the degree to which the elderly utilize
formal health care services and can serve as a liaison between formal services and the

recipient, exploring the needs and limitations ofthe caregiver is paramount.

Additionally, the Andersen model should expand to include social support
variables, particularly since ethnic minorities such as Latinos are more likely to have
more informal social support from their friends and families than non-Latino families
(Johnson & Tripp-Reiner, 2001). Because access to formal health care services is
demonstrably lower among Hispanics than among Whites, an informal social support
system is seen as a buffer against the negative outcomes often associated with caregiving
(Dilworth-Andersen, Williams,& Gibson, 2003).

Mitchell and Krout(1998)have suggested that Andersen's model is more suited
to institutionalized health care than community-based services, since individuals have

little choice than to utilize the services of physicians and hospitals when their need for

that sort of assistance is great enough. All the same,factors such as culturally based
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beliefs or socioeconomic factors may preclude individuals from using formal health
services, even if there may be a significant need for them(Penn et al, 1999).

Still other critiques suggest that most studies offormal service utilization among

ethnic minority groups reveal very little about the sources of variation, such as level of
acculturation, in formal service use by caregiving families(Radina & Barber, 2004).

Radina and Barber's study of43 Latino caregiving families expanded Andersen's model

to include predisposing factors such as the traditional ideology ofthe caregiver, and the
caregiver's level of acculturation, which can be a predictor ofthe care recipient's
utilization offormal health care services. Individuals who maintain beliefs consistent

with the mainstream culture are generally more likely to utilize services than those who
maintain their traditional beliefs. Radina and Barber also include enabling factors such as

income and education, and need factors such as the health status ofthe caregiver, which

is vulnerable to decline during the provision of care. They concluded that policymakers

and practitioners should become more aware ofthe sources of variation in formal service
use among Latinos when developing programs and interventions for this and other
minority populations.

While many limitations still beset the Andersen model, such as its lack of
contextual variables (e.g., care recipients' and caregivers' English language abilities,

education, living arrangements, gender differences, and communities), augmenting it

with multiple measures as criterion variables for inclusion in the model may be useful in
determining issues of access and equity among minority populations. With modifications
and additions, such as cultural values (e.g., familism, marianismo, and acculturation), as

well as religious and spiritual coping, the Andersen model will serve as a framework for
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evaluating the determinants oflong-term care service use by Mexiean-American family
caregivers in the present study.

3. Benefits ofLong-term Care Service Use

Caregivers who utilize long-term eare services stand to mitigate some of
the psychological and physical burdens that accompany caregiving; depressive symptoms
may be reduced, and caregivers can be encouraged to use positive coping strategies. A

study offemale Latino and White caregivers of older adults with significant memory loss
found that Latinos reported a significant reduction in depressive symptoms,increased use
of adaptive coping strategies, and a decreased use of negative coping strategies
(Gallagher-Thompson et al, 2003) when they utilized long-term care services. They were
recruited from various sites, including adult day centers and senior centers serving Latino
communities, and randomized into one ofthree programs, including Coping with

Caregiving, a 10-week psycho-educational program ofinstruction and practice in small
groups where participants leam specific cognitive and behavioral skills. Similarly,
multivariate analyses on 401 caregivers and the impact ofservice use on negative
caregiving consequences showed that use of personal care and household services in
cases where the care recipient exhibited behavioral problems was associated with lower

levels ofcaregiver depression (Bass, Noelker,& Rechlin, 1996).
Researchers assess that, although enhancing caregivers' knowledge and providing
support are necessary, interventions that offer instruction on skill-building are most
effective (Farran et al, 2004). For instance, a study ofcaregivers whose care recipients

had been discharged from the hospital with an enteral tube were found to experience a
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reduction in stress when they had been appropriately trained to provide enteral nutrition
(Silver, Wellman, Galindo-Ciocon,& Johnson, 2004).

When caregivers can more effectively manage their responsibilities and alleviate
the resulting stressors, they are able to remain the primary caregiver and help the care
recipient remain living independently in the community for a longer period of time.

4. Barriers to Long-term Care Use

After a review of20 years ofresearch, Dilworth-Anderson, Williams, and
Gibson (2002)concluded that despite the marked benefits oflong-term care services.

Latinos appear to utilize long-term care services, including institutionalization and respite
care, at much lower rates than Whites. Although Latinos report greater need for medical
services(Ho et al, 2000), a host of economic, social, and cultural barriers described
below continue to obstruct their participation in long-term care services. The functional

need ofthe care recipient and their caregiver's familiarity with the system of health and
social services may also influence actual use oflong-term care services.
In the Latino community, underutilization of health services and long-term care

services can typically be linked to their ability to access and afford this care, determined
by the individual's health insurance status. Almost 25% of Latinos have no supplemental
insurance and thus rely on Medicare as their only source of health insurance, according to
the 1999 Kaiser Family Foundation report. Key Facts: Race, Ethnicity and Medical Care.
Medicare is available to most, but not all, persons aged 65 and older, disabled persons,

and those of any age with permanent kidney failure, once strict work history requirements
have been met. Medicare pays only for medically necessary skilled nursing facility or
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home health care, and under some circumstances also covers personal care. However,
individuals must meet certain conditions for Medicare to pay for these types of care. In

2000, the Latino elderly represented only 6.5% of Medicare beneficiaries, and 10.1% of
their disabled beneficiary list(Centers for Medicare and Medicaid Services, 2002). For
Latinos who do not meet eligibility requirements, the expense ofPart A,Part B,or any

number of Medigap/Supplemental insurance is often beyond their financial reach (Mold,
Fryer,& Thomas, 2004).

The largest payer oflong-term care is Medicaid, or in California, Medi-Cal,
which pays about 44% of nursing home costs, as well as substantial amounts of home
care and assisted living costs(Centers for Medicare and Medicaid Services, 2005).
Latinos with Medicaid coverage were the most likely to have seen a doctor in the past
year, followed by those with Medicare and other public insurance coverage.

Unfortunately, Latino elderly persons who would otherwise qualify, under-enroll in
Medicaid and Medicare. Medicaid is available only to U.S. citizens or "qualified aliens,"

generally those with permanent residency or refugee or asylum status, as well as those
who have had deportation withheld; aliens granted parole or conditional entry; and
"battered immigrants"(Mold,Fryer,& Thomas, 2004). This excludes a large portion of
the elderly Latino population. In 1998, Latinos made up 16.7% of all Medicaid enrollees

(HCFA,2000). The uninsured rate for Latinos was 32.7% in 2004(DeNavas-Walt,

2005). Not surprisingly, those without insurance make fewer health care visits in the
U.S., or seek out health care services in Mexico, particularly along border counties

(Angel, Angel,& Markides, 2002).
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A review ofthe causes of health disparities point to poverty, discrimination, lack

offluency in the English language, recentness ofimmigration, and unfamiliarity with the
healthcare system as prominent factors negatively affecting Latinos' use of health

services(Centers for Disease Control, 2004). In their literature review ofthe cultural and
structural issues affecting health service use for older Latinos, Wallace and Villa(2003)

reported the following access barriers: proximity and travel time to services; complicated
paperwork; transportation difficulties; long waiting times; and difficulty rmderstanding
eligibility and insurance reimbursement policies. They further cite low levels of
education,low income, and poor English ability as posing a difficulty in navigating the
health care system. Documet and Sharma(2004)found that time in the U.S. and health
insurance status determined a regular source of care, which in turn, predicted use of
health care services. They add that fluency in the English language and awareness of
services were correlated with access to health services. Wallace, Campbell, and Lew-

Ting(1994)used a sample of2,299 elderly Latino persons aged 65 to examine the
structural barriers to the use of visiting nurses, home health aides, and homemaker

services. They found poverty to be a significant barrier to these services. Other studies
support the finding that Latinos and other ethnic minorities are less likely to use nursing
homes(Wallace et al, 1997; Mui & Bumette, 1994; & Pan et al., 1998).

However,low-income status alone does not explain the underutilization of long-

term care services among older Latinos. Not surprisingly, Mexican-Americans have a

lower probability of nursing home admission after adjustments are made for income and
education when compared to African-Americans and Whites(Greene & Ondrich, 1990).
Researchers agree that Latinos have a preference for community-based, informal long43

term care (e.g. adult day care, home health care, personal care/homemaker services), as
opposed to formal long-term care (e.g., nursing home care). Analysis ofthe Channeling

Study using data from 1982 to 1984 found that Latinos used more organized communitybased services, such as congregate meals and counseling, compared to Whites, but used
less formal care(Mui & Bumette, 1994). Cox and Monk(1990)similarly foimd that
Latinos use informal support services more often than formal support services. All eight
ofthe caregivers interviewed by Ayalon (2004)cited using support services, such as

respite care and support groups, but used little formal care to directly assist them in the
care ofthe recipient. This promising trend may reflect Latinos' inclination and
willingness to use long-term care services that allow their aging relatives to remain
independent members ofthe community, and subsequently, a rejection ofthe
institutionalized form oflong-term care.

The overall lack oflong-term care service use is nonetheless astonishing amidst
other studies that Latino caregivers are reporting greater unmet needs. Researchers
identified unmet caregivers' needs in a community sample of 124 caregivers who

provided care for functionally impaired elderly persons(Anderson, Bradham, Jackson,
Heuser, Wofford,& Colombo,2000). Approximately 51.8% of women and 67.4% of
men reported needs for one or more community services. Caregivers reporting a need for
financial assistance were at greatest risk for having immet needs.

Latinos reported that unmet needs appear to fall into the category of social
services. For instance, Ho and colleagues(2000)reported that Latino caregivers had more

unmet social service needs compared to Whites. Gelman(2003)explored patterns of
service utilization through interviews of 13 Latino elderly residents in Massachusetts and
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a focus group of 10 different participants, and found that the gap in services still persists,
especially in transportation, social and recreational activities, and safety.
Functional need ofthe care recipient is another factor that has repeatedly been

shown to predict the use of community-bhsed formal long-term care services by elderly
people in general, and by Latino elderly people in particular(Wallace, Campbell,& LewTing, 1994). In general, caregivers are driven to institutionalize their loved ones for

respite, particularly when the dementia-related behavioral problems ofthe care recipient
have worsened(Thomas et al, 2004). Care recipients' higher levels of cognitive
impairment and lower levels offunctional impairment are also associated with a greater

likelihood of caregivers using information and referral services(Cox, 1993). In applying
the Pearlin, Mullan, Semple, and Skaff model(1990)of caregiver stress in a multicultural
sample of 117 Chinese, Latino, African-American, and White caregivers ofindividuals
aged 50 and older with memory problems, researchers found that underutilization of
services was due to stress unrelated to the caregiving role and higher levels ofimpairment
in dementia-affected elders(Ho, Weitzman, Cui,& Levkoff, 2000).

Use oflong-term care services also appears to be a function ofthe caregiver's
own health and their physical capacity to perform caregiving duties at home. In addition
to the health needs ofthe care recipient, defined in terms ofindividuals' ability to carry

out activities required of daily living, analyses by Penning(1995) of327 community-

dwelling older adults and their caregivers demonstrated that caregivers who perceived
their own health as being poor had greater use offormal services. Pearlin et al(1990)

found that being Latino, having greater outside stress, and being responsible for a care
recipient with increased functional impairment predicted the need for external resources.
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Caregivers with greater health limitations were more likely to use in-home services of
personal care and continuous supervision (Gill, Hinrichsen,& DiGuiseppe, 1998).

Higher levels of depression and restriction of activities were significant predictors of
greater use ofsupport services by caregivers(Bookwala et al, 2004). Caregiver
characteristics, such as lower levels of educational attainment, lower incomes, and being

in poor mental and physical health, which many Latinos experience(Aranda et al, 2003),
may complicate their ability to access needed support services.

In their qualitative study, Jolicoeur and Madden(2002)reported that 45% of

English-speaking focus group participants made some use offormal services compared
with only 16% of Spanish-speaking participants. The authors posit that knowledge of and
reluctance to use services in their study sample might be explained by a lack ofsocial

support and fear ofseeking assistance from government-run agencies. The extrapolation
that some fear assistance from government agencies appears to be supported by other
research. Lockery(1991)noted that lower usage offormal services by ethnic minorities
is partly explained by their suspicion of institutional structures.

1. Conclusions

The self-sacrificing work offamily caregivers in all ethnic groups has for decades
curbed high government expenditures in long-term care. As Americans live longer, we

must recognize that disparities in health and socioeconomic status among older adults
generate a larger burden on family caregivers of older minorities. Mexican-American
elders, in particular, suffer from higher rates of morbidity, yet access fewer long-term
care services known to offset the economic, emotional, and physical impact of
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caregiving. Mexican-Americans rely heavily on their caregivers to serve as health
brokers. As such, health researchers must examine the multitude offactors, economic
and sociocultural, that influence a caregiver's decision to seek these important services
on behalf oftheir loved ones. Only then can agencies properly ascertain how best to

improve supportive services or tailor their program to the needs of a growing and
increasingly complex Latino population.

Future research on caregiving must pay special attention to the role that specific
cultural values, such as familism and gender roles, have on the decision to seek formal

support services in order to design culturally appropriate programs that meet the needs of
the growing elderly Latino population. Further, they must integrate acculturation into
their study design and examine its moderating effect on cultural values. Although

assumptions can be made from studies that use race as a surrogate for culture, research
must seek to accurately distinguish and measure values and norms in predicting Latinos'
formal service utilization and coping. Quantitative research is severely underrepresented
in this area.

Researchers must consider the family dynamics ofthe caregiver, such as the

unique network structures of Latinos, and recognize differences in the type of
responsibilities carried out by males and females in these communities. With females

representing such a large portion of Latino caregivers, it is also worthwhile to explore the
impact of marianismo, which encompasses familism, on long-term care service use.
A limitation of existing caregiving studies in this population is that a majority
tend to limit their evaluation to caregivers providing care to persons with dementia or
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Alzheimer's disease. The majority of Latino caregivers provide care to persons with
other chronic illnesses, such as type II diabetes, for which such data may be irrelevant,

considering the behavioral and neurological dimensions of dementia not applicable to
other illnesses. Further, most investigations rarely extend beyond qualitative studies with
small sample sizes.

As Markides and associates(1990)highlighted, studies must not only evaluate

acculturation, but also evaluate conflicts between the caregiver's acculturation level and
that oftheir immediate and extended family, with respect to the expectation to provide

care. In addition, as Sabogal and colleagues(1987)found a relationship between
familism and acculturation, any study evaluating either must consider the influence of
these factors on each other to appropriately assess outcomes relevant to coping with

caregiving. Thus, it is also worthwhile to examine how the greater reliance on informal
support services by Latinos, as found by Cox and Monk(1990), may interact with
acculturation.

Lastly, as qualitative evidence mounts for the case that religiosity and spirituality
may help ground caregivers during stressful times, research on Latinos and caregiving
must more thoroughly examine how this community utilizes religiosity and spirituality,
and explore whether this coping mechanism alters how they make decisions regarding
long-term care service use.
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CHAPTERS
METHODS

A. Design Overview

Utilizing a cross-sectional study design, levels oflong-term care service use by
Mexican-American family caregivers were predicted. Bilingual interviewers conducted
surveys face to face in caregivers' homes at a single point in time. A copy of the

English- and Spanish-language survey instrument is attached in Appendices C and D.

B. Variables

Using the Andersen Model for Health Service Utilization(1995) as a framework, this
study identified the significant predictors oflong-term care service use by Mexican-

American family caregivers residing in San Diego, California. Table 1 contains a list of
all scales used in this study along with their source, number ofitems, and where
available, their Cronbach's alpha reported in the present study. The following sections
give details about each measurement tool.
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Scale

Long-term Care Service

Measure

Author

Herrera

Caregiver/care recipient

No. of

Cronbach's

Items

alpha

12

n/a

Caregiver knowledge
about long-term care;
physician referral
Caregiver familism

11

n/a

18

.83

Caregiver acculturation

10

.96

use of long-term care

Use

services

Long-term Care
Knowledge

Herrera

Familism Scale

Steidel &

Acculturation Ratings
Scale for Mexican-

Contreras, 2003
Dawson,
Crano,&

Americans (Short form)

Burgoon, 1996

Gender Roles in

Herrera

Gender roles in

5

.65

Koenig,

caregiving
Religiosity

5

.7

Religiosity and
spirituality: positive and
negative
Caregiver general health

6

UK

8

UK

Caregiver depression

10

.81

8

.85

6

UK

12

.88

Caregiving
Duke Religion Index
(DUREL)

Parkerson, &
Meador, 1997

Brief RCOPE scale (Short
form)

Pargament,
Smith, Koenig,
& Perez, 1998

SF-8™ Generic Health
Survey

Ware,

Center for Epidemiological
Studies - Depression

Kosinski,
Dewey,&
Gandek,2001
Andresen,

Malmgren,
Carter,&
Patrick, 1994

Instrumental Activities of

Lawton &

Functional status of care

Daily Living Scale

Brody, 1969

recipient

Katz Index of Activities of

Daily Living

Katz, Downs,
Cash,& Grotz,

recipient

Zarit's Burden Inventory

Bedard et al.

Perceived caregiver

2001

burden

Herrera

Perceived barriers to

5

.52

Herrera

long-term care
Income, education, age.

9

n/a

Functional status of care

1970

Perceived Barriers

Demographic

insurance status.

citizenship status, marital
status, relationship to
care recipient, living
arrangements with care
recipient, employment
status
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1. Dependent Variable

The Department of Health and Human Services defines long-term care as

a range of medical or social services designed to help people who have disabilities or
chronic care needs. Services may be short- or long-term and may be provided in a

person's home,in the community, or in residential facilities (e.g., nursing homes or
assisted living facilities). The dependent, or outcome, variable ofinterest in this case is
level ofservice use, consisting of both frequency of use and type ofservice. A content

analysis ofthe 2005 Eldercare Directory of San Diego and the Aging and Independence
Services of San Diego online resource provided the basis for constructing a list of

common long-term care services in San Diego from which participants selected the
service they used and how often they used it. Five experts in the field oflong-term care
were solicited and asked to rank long-term care services on the basis ofintensity. The

ideal expert was someone with frequent contact with caregivers and their family members
who utilize the services, such as a social service worker involved in assisting caregivers

with care management. Higher intensity services (e.g., nursing home care) were ranked
highest, while lower intensity services (e.g., legal and financial advice services) were
ranked lowest. Generalizability Theory provided an estimate ofthe degree of agreement

among expert rankings oflong-term care service options. If agreement is high, services
will be ranked according to the agreed order. Ifthe agreement among experts is low, a

simple frequency count of each service will be generated to create the outcome variable
(Bennan, 2001). The frequency oflong-term care service use was measured along a 3-

point Likert scale {never, occasionally, often). In creating an indicator of service use, the
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frequency of each use was multiplied by the weight given by the experts and the products
summed.

2. Independent Variables

^

a. Predisposingfactors Among the predisposing factors, familism was

measured using an 18-item questionnaire along a 10-point Likert scale. The instrument
measures self-sacrifice for the benefit ofthe family, family connectedness and

reciprocity, and belief in familial honor(Steidel & Contreras, 2003). A Cronbach's alpha
of.83 was reported for the overall scale. The alpha for the individual scales was as
follows: Familial Support(a = .72); Familial Interconnectedness(a =.69); Familial
Honor(a = .68); and Subjugation of Selffor the Family(a =.56).

The impact of gender roles (marianismo)on long-term care service use was
examined with a scale developed by the investigator. Existing scales explored for this

purpose were either too lengthy, such as the 55-item Latina Values Scale(Melendez,
2004)and the 60-item Masculine-Feminine Personality Traits Scale (Lara-Cantu, 1989).
Other possible scales were either geared toward a single gender, as with the Latina
Values Scale and the Macho Scale(Villemez & Touhey, 1977), and the Gender Role
Conflict Scale(CNeil,Helms, Gable, David,& Wrightsman, 1986). Participants

responded with agree, disagree, not sure, or not applicable to seven statements designed
to test male and female views toward traditional gender roles and how they relate to the

expectation offemales to serve as caregivers for aging parents and relatives. Existing

scales provided a foundation for creating appropriate items. The clarity and intent ofthe
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investigator's scale was pre-tested with five Mexican-American caregivers, and revisions
were made accordingly.

A systematic review ofthe literature revealed several common barriers to longterm care, and more generally, health care service use, by ethnic minorities. These factors
were addressed in questions that extrapolate caregivers' perceptions oflocal long-term
care services with regard to their affordability, accessibility, cultural sensitivity, quality,
and utility for relieving caregiver burden.

Socio-demographic characteristics considered as predisposing factors include age

ofthe caregiver, education, employment status, relationship to the care recipient, and coresidence with the care recipient.

Acculturation was measured using a 10-item scale developed by Dawson, Crano,

and Burgoon(1996) with a Cronbach's alpha of.96, a condensed version ofthe original
20-item Acculturation Ratings Scale for Mexican-Americans(ARSMA). This scale

captures the caregiver's degree of acculturation as determined by language and
communication preferences, where the individual was mostly raised, and extent of
contact with Mexico.

b. Enablingfactors Enabling factors examined include health insurance

status, legal residence ofthe care recipient and caregiver, caregiver income, and the

caregiver's knowledge oflong-term care services. After the interviewer went down a list
and described each type of service (e.g. home health care, support groups, case

management. Adult Day Health Centers[ADHCs]),caregivers were asked if they had
ever heard ofthe service prior to the interview. In addition, with one question, is it
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important that its one question? caregivers were asked whether or not they had received a
referral to any type oflong'term care service.

c. Needfactors Two scales were used to determine caregivers' religiosity
and spirituality and how they might draw upon their faith to cope with the stress and
burden of caregiving. The five-item Duke Religion Index(DUREL; Koenig,Parkerson,
& Meador, 1997) measured the caregivers' religiosity. Specifically, it measures three

dimensions ofreligiosity: organizational, non-organizational, and intrinsic. The six-item
abbreviated form ofthe short-form Brief Religious/Spiritual Coping(RCOPE)scale

(Pargament, Smith, Koenig,& Perez, 1998) measured the positive and negative aspects
of caregivers' religious and spiritual means of coping.

The general health ofthe caregiver was assessed with the QualityMetric SF-8™
Generic Health Survey,in which respondents were asked to evaluate their health in the

preceding four weeks(Ware, Kosinski, Dewey,& Gandek,2001). The SF-8 includes
eight items assessing self-reported health across the following domains: General Health;
Physical Functioning; Role-Physical; Bodily Pain; Vitality; Social Fimctioning; Mental
Health; and Role-Emotional. The shortened 10-item Center for Epidemiolbgical Studies -

Depression(CESD -10)scale was used to determine levels of depression in this sample;
Cronbach alpha = .81 (Andresen, Malmgren, Carter, & Patrick, 1994). The license for
this has been obtained from QualityMetric:#F1-112905-24633.

Fimctional status ofthe care recipient was assessed and controlled for with the
Instrumental Activities of Daily Living Scale(Lawton & Brody, 1969), an eight-item
scale with an inter-rater reliability of.85 to be completed by the caregiver. In addition,
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the Katz Index Activities of Daily Living Scale of six items was used to assess

independence ofthe care recipient in bathing, dressing, and other activities of daily living
(Katz, Downs, Gash,& Grotz, 1970). The care recipient's disease status was obtained
through two questions: the first question specific to dementia, and the second referring to
other chronic illnesses or conditions common to older Latinos, such as diabetes. The

perception of caregiving as burdensome was appraised with the 12-item short form of
Zarit's Burden Inventory(ZBI; Bedard et al, 2001), which has a Cronbach's alpha of.88.

G.Procedures

1. Pre-testing

The psychometric properties and validity oftwo measurement scales
developed as part ofthe present study(gender roles scale and perceptions about longterm care service use) were pre-tested individually with five caregivers. The survey will
be modified to reflect changes to achieve high validity ofthese scales. Using the Think
Aloud Method (Fonteyn, 1993), the five participants were asked during their one-on-one

interviews to constantly express aloud everything that came to mind as they went through
the questions. They were given an opportunity to practice this process before beginning,

so they understood what was involved. This method allows for participants' objective
assessment ofthe survey instrument by encouraging verbalization oftheir thoughts

without over-interpretation. The purpose ofthis technique is to identify deficiencies in

the clarity and intent ofthe questions posed. Changes to the survey were made following
this process.
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2. Recruitment

A convenience sample was drawn from several locations, including

churches, Latino-serving community-based organizations, senior centers, ADHCs, adult
education centers, and grocery stores. In addition, announcements were placed in El

Latino, a Spanish language newspaper with a wide distribution in the districts with heavy
concentrations of Mexican-Americans. Other ads were placed in the Pennysaver, a

popular publication with a high Latino readership. Flyers in English and Spanish were
used to aid in recruitment at the various sites. The most productive recruitment sites were
Catholic churches and mobile home parks.

In 2003, an estimated 10% of San Diego County's population were aged 65 and
older; another 21% were aged 45 to 64(American Community Survey, 2003). Latinos

constitute a large proportion of San Diego Cormty, with the heaviest concentrations in the
South Bay and Escondido. In 2000, approximately 26.7% of San Diego's population was
Latino, with 83.4% of Latinos in San Diego being of Mexican descent.

3. Approval ofAgencies

Several faith-based and community-based organizations, as well as non

profit organizations, were approached as potential sites or partners for the recruitment of
study participants, including but not limited to: the Catholic Diocese of San Diego; the
Alzheimer's Association at Casa Familiar; Casa Pacifica Adult Day Health Center;

Cancer Navigator of San Diego; Victory Oufreach; Neighborhood House Association
Adult Day Health Center; Kimball Senior Center; South Bay Adult Day Health Center;
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the MAAC Project; San Ysidro Health Center, and the Paradise Valley Senior Health
Center. Agencies were asked for their permission to post/disseminate flyers, approach
clients, discuss the study with eligible participants, and where needed, conduct the
interview on their premises.

4. Screeningfor Eligibility

Eligible participants are males and females over the age of21 who selfidentify as Mexican-Americans, Chicanos, or Mexicans; are residents of San Diego

County, and function as caregivers to a spouse or other relative. Caregivers are defined
as persons who have been providing care to someone aged 50 and older within the past
r

12 months, with at least one activity of daily living(ADL; e.g., bathing, feeding,

dressing) or one instrumental activity of daily living(lADL; e.g., grocery shopping,

managing finances). This criterion is consistent with the definition of a caregiver used by
the AARP (National Alliaiice for Caregiving and AARP,2004). Interviewers screened

potential participants using a list of ADLs and the lADL Scale developed by Lawton and
Brody(1969)to determine whether caregivers meet the ADL and lADL minimum
requirement. Screening for eligibility took place over the phone or face to face prior to
obtaining consent process.

5. Obtaining Consent

Upon screening for eligibility, bilingual interviews provided potential
study participants with an overview ofthe purpose and nature ofthe study in the

caregivers' preferred language after giving them a copy ofthe IRB-approved consent
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form. Interviewers explained the benefits and drawbacks to participating, how

confidentiality would be protected, and the time expected for completion ofthe interview.
Interviewers reviewed caregivers' rights as study subjects and provided them with study
contact information. Eligible participants were asked to sign two consent forms—one
copy for them and one for our records.

6. Interviews

Face-to-face surveys were conducted in participants' preferred language

(English or Spanish)either in their home or a public location (e.g., cafe, library, senior
center) by a trained bilingual interviewer. Interview times ranged from 40 minutes to 2 V2
hours depending on the individual counseling piece. The interviewer reviewed all
aspects ofthe study with the participant: purpose/procedures; benefits; risks; participant's

rights; confidentiality, and its other main components. Participants received a copy ofthe
consent form. English and Spanish-language scripts served as guides for interviewers in
the recruitment process. All interviewers received an orientation (described in the next

section) regarding the study's purpose and protocol, completed the human rights online
tutorial, and were later IRB certified through Loma Linda University. Referrals to

appropriate mental health services were made by the interviewers, using the online San

Diego Network of Care for Mental Health. The online system is provided by the County

of San Diego with the sponsorship ofthe California Department of Mental Health and
includes services such as counseling, advocacy, housing, and referrals. MexicanAmerican females at risk of becoming or who were currently depressed were also

referred to the Es Dificil Ser Mujer(It's Difficult Being a Woman)program, which is
58

designed to prevent and manage stress and depression. Caregivers were also directed to

caregiver support groups in Spanish offered through Casa Familiar(in conjunction with
the Alzheimer's Association) and Casa Pacifica Adult Day Health Center.

7. Interviewer Recruitment and Training

A bilingual volunteer from Cancer Navigator with a Master's degree in
Public Health helped recruit participants and conduct interviews, after receiving a threehour training session. The training included a review ofthe purpose and design ofthe
study, the consent process as delineated by the IRB, and instruction on the proper
administration ofthe survey. The volunteer was IRB-certified through Loma Linda
University, and guided through the specifics ofthe survey instrument, such as skip

patterns, intent and clarification ofthe questions, and how to obtain the best possible
responses to the various scales. He was oriented to local caregiver resources and longterm care services, so that he would be prepared to provide contact information for

community resources to study participants upon completing interviews.

8. Translation ofSurvey

Questions and scales not available in Spanish were translated and

back-translated by bilingual experts and followed up with a group discussion, as

recommended in an adaptation of Brislin's model for cross-cultural research (Jones, Lee,
Phillips, Zhang,& Jaceldo, 2001). In the first round oftranslations, the English-language
scales were translated separately by a Mexican-American bilingual expert into Spanish,
and then blindly back-translated into English by a second bilingual expert. A group
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discussion following this procedure allows the experts to identify differences in meanings
and suggest alternatives by comparing the two documents side by side. Two

representatives ofthe study population (i.e., Mexican-American caregivers) were present

during the follow-up discussion to aid in clarifying any confusing terms or intended
meaning of survey questions. The final tool was then revised in Spanish to reflect this
input.

9. Incentives

Participants received $10 gift certificates from Wal-Mart, an Eldercare

Directory available from the San Diego Union Tribi^ne, and educational materials from

the Family Caregiver Alliance and the National Institute on Aging, all in the participants'
primary language. In addition, they received referrals to community resources.

D. Data Analysis

The statistical software, SPSS version 14, was used to run multiple regression

analysis. Data was cleaned by running frequencies for all variables and coding 999 for

missing data. Descriptive statistics ofthe variables, along with histograms and Q-Q and
box plots, also helped assess normality and skewing and to correct the erroneous outliers
that create non-normal or skewed data.

A Spearman correlation was employed to test the linear relationship between the
outcome variable (long-term care service use) and five key independent variables;
fartiilism, gender roles, religious and spiritual coping, knowledge about long-term care

services, and perceptions about long-term care services. Regression analysis was applied
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in determining the relationship ofthe aforementioned key predictor variables once other
variables (i.e., caregiver burden, depression, functional status of care receiver, etc.) were
controlled. Correlational analysis was used in examining the relationships between
acculturation and familism, gender roles, and religious and spiritual coping.

E.Power Analysis

There were 11 variables in a multiple regression. If all variables together account

for 25% ofthe variance oflong-term care service use, a sample size of66 allows for the
detection of a single variable that accounts for 3% ofthe variance, with 80% power.

Sample size estimates were obtained using SamplePower 2(Borenstein, Rothstein, Cohen
Schoenfeld,& Berlin, 2000).

F. Research Ethics

The principal investigator is IRB-certified and ensured that participants' rights

were fully protected. All interviewers and the doctoral student supervising the interviews
(Angelica Herrera) were certified tlnrough LLU's IRB. Participants' responses to the
interview were kept completely confidential. No personal identifying information was
recorded from the interview. When interviews were held outside the privacy ofthe

caregiver's home,the interviewer secured an interview site where the participant could
speak comfortably and out ofrange of bystanders. In addition to receiving gift certificates
and information on local and national caregiver resources, participants benefited by

knowing that they are contributing to broadening the knowledge of caregiver needs, in
particular for Latinos in the County of San Diego.
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A potential drawback to participation was that questions contained in the survey
would evoke emotions that the caregiver was not prepared to face. This indeed happened
numerous times, but the interviewer consoled the participant and offered referrals to
mental health services in these circumstances. Referrals to appropriate mental health

services were made by the interviewer, using the online San Diego Network of Care for

Mental Health.' The online system is provided by the Coxmty of San Diego with the

sponsorship ofthe California Department of Mental Health and includes services such as
education, advocacy and support, counseling, and outpatient mental health care.

Interviewers may access this online system at any time to direct a caregiver to these
services. Where needed, interviewers assisted caregivers with making the initial contact

with an agency. Further, Mexican-American females at risk of becoming or who were
currently depressed were referred to the Es Dificil Ser Mujer(It's Difficult Being a
Woman)program, which is designed to prevent and manage stress and depression.

Caregivers were also directed to caregiver support groups, where available, including
Spanish-language Alzheimer's support groups and a Family Support Group at Casa
Pacifica Adult Day Health Center, or English-language support groups for those caring
for a relative with Parkinson's Disease with the Parkinson's Disease Association of San

Diego(PDASD).

Persons working with older adults and their caregivers must be on the alert for

questionable behavior that might be considered elder abuse. Ethically, it is the
responsibility ofthe interviewer to act on any observed sign of elder abuse. Adult
Protective Services(APS)ofthe Aging and Independence Services(AJS)of San Diego

County serve adults 65 and older, and dependent adults 18 and older, who are harmed or
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threatened with harm,to ensure their right to safety and dignity. A second interview was

required to discuss any suspicious behavior with the doctoral student investigator

(Angelica Herrera) prior to calling in a report to the APS 24-hour hotline at the AIS Call
Center(800-510-2020). Throughout this study, four cases ofsuspected elder abuse were
I
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reported by the investigator with the permission ofthe caregivers. Caregivers' concerns
lay with relatives other than their care recipient, many of whom resided outside the
County. APS investigates reports of elder and dependent adult abuse, including cases of

neglect and abandonment, mental suffering, isolation, and physical, sexual, and financial
abuse. Social workers at APS are trained experts knowledgeable about elder abuse and

well qualified on how to draw out key information and observations made by the person
reporting the suspected abuse, in order determine whether it may qualify as elder abuse.
Ifthe case is considered to be of sufficiently high risk, a qualified social worker will be

deployed to the scene to conduct a more thorough assessment, complete a full report, and
intervene, if necessary. Interviewers should always be wary ofthe warning signs of

abuse, as they are discussed in training, and act on them immediately by first alerting the

student investigator(Angelica Herrera), followed by the proper authorities, APS. Possible
signs of abuse include, but are not limited to the following examples:

• Injury that is inconsistent with the explanation for its cause

• The elder or dependent adult has recently become confused or disoriented
• The caregiver shows anger, indifference, or aggressive behavior toward the care
recipient

• Personal belongings, papers, or credit cards are missing
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• Hesitation from the elder to talk openly

• The caregiver has a history ofsubstance abuse, mental illness, criminal behavior,
or family violence

• Lack of necessities, such as food, water, utilities, medications, and medical care

• Another person's name added to the client's bank account or important
documents, or frequent checks made out to cash

Although some individuals are required to report suspected elder abuse, such as

public social service employees, health practitioners, and law enforcement personnel,
anyone can make a referral to

by calling their toll-free number during any time of

the day or night, any day ofthe week. The reporter will be contacted after an APS worker
has been assigned to the case.
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Abstract

Objectives: Participation in long-term care services may prevent the deterioration of
family caregivers' mental and physical health, yef research suggests that Latino

caregivers may forego needed long-term care in the absence ofsocioeconomic barriers.
Methods: Using a sample of66 Mexican-American family caregivers residing in San
Diego, California, a standard regression analysis examined familism, acculturation,
gender roles, religiosity, and knowledge and perceptions about long-term care as

potential determinants oflong-term care use, alongside other factors known for their
association with long-term care use (e.g. functional status of care recipient, caregiver
burden and health). Results: Caregivers were more likely to use long-term care if they
had low familisrri, received a physician's referral, were knowledgeable about services,

had a care recipient with health insurance, shared the caregiving responsibility, and were
less acculturated. The lack of an expected positive association between higher

acculturation and long-term care use may be attributed to higher rates of Medicaid
coverage in low acculturated caregivers. Over 77.3% of caregivers reported being the
sole care provider, and half(51%)were depressed. Conclusion: While familism may
deter long-term care use to sohie extent, Mexican-American family caregivers are
inclined to participate in long-term care when empowered with the resources and

knowledge. Providers, particularly, are important brokers oflong-term care. Facilitating
enrollment in Medicaid, the largest payer oflong-term care, may be one step toward
increasing their participation in long-term care. Lastly, the large number of caregivers

working in isolation in tiiis study is alarming, given the role offamily support in
predicting long-term care use.
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Introduction

Changing demographic trends and the increasing diversity ofthe aging population
have eontributed to the growing interest in research on the dynamics offamily caregiving
and its potential to delay costly long-term care. The Centers for Medicaid and Medicare
Services predict that by 2020, 12 million older Americans will require long-term care.
Projections indicate that the population of older Latinos will increase seven-fold by the
year 2050(Aranda et al, 2003). Accompanying this demographic shift is the need for
quality, accessible, and culturally sensitive long-term care to support family caregivers
who must serve as brokers in facilitating access to health and social services for their

aging loved ones. The Office of Minority Health(OMR,2000)reports that the unpaid
work offamily caregivers equates to upwards of$94 billion per year. In a more recent

assessment, the Family Caregiver Alliance (Feinberg & Newman,2004)put the figure at
$257 billion in contributions made in impaid services and support by family caregivers.

This suggests that supporting the work offamily caregivers is not only a social necessity,
but a cost-effective investment, particularly for government agencies such as Medicare
and Medicaid, who currently pay the bulk oflong-term care.
In their later years, aging Mexican-Americans rely heavily on relatives to deliver

informal care to them at home(Lim et al, 1996; Crist, 2002). Researchers support the

finding that older Latinos report a preference for family caregiving over other alternatives
(Cox & Monk, 1990; Johnson et al, 1997). Despite suffering from higher rates of

functional dependency compared to other ethnic groups(Aranda & Knight, 1997; Wu et
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al, 2003), older Mexican-Americans are least likely to use long-term care (Crist, 2002;
Wallace & Lew-Tinjg, 1992).

Unfortunately, the provision offamily caregiving has become progressively

complicated as Latino women, who make up a significant portion of caregivers, become
less available for family caregiving(Maldonado, 1985; John, Resendiz,& De Vargas,

1997). Similar to the mainstream U.S. population, Latinos are bearing and raising fewer
children as a consequence of higher educational attainment and mobility, as well as
increased work demands. These trends are likely to exacerbate the immet needs for longterm care in the Latino aging population.

Latino caregivers are particularly vulnerable to numerous health problems and
psychological distress associated with caregiving because they tend to care for family
members in worse health and higher levels offunctional impairment(Aranda et al, 2003).

According to the National Alliance for Caregiving and the American Association of
Retired Persons(AARP,2004),59% of Latinos assist someone with at least one activity
of daily living, compared with 48% of White caregivers, and are twice as likely to report

providing level 4 care(on a scale of5)as White caregivers(14% versus 8%). Although
Latinos live longer than the total population, they do so with greater morbidity and
disproportionately higher prevalence rates for chronic illness and debilitating conditions
(Hayward & Heron, 1999; Wallace & Villa, 2003).

Further, Latino caregivers tend to be younger, poorer, less educated,
underemployed, and in worse mental and physical health than their White counterparts

(Aranda et al, 2003). In their dedicated service. Latino family caregivers inadvertently
perpetuate poverty in their communities by foregoing work outside the home. In a study
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of Latino family caregivers of mentally ill elders, over 40% reported an annual family
\
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income ofless than $10,000(Guamaccia et al, 1992).

Family caregivers routinely serve as health service brokers for their loved ones,
determining when and if to seek out long-term care services. Researchers have shown
that family caregivers of older Latinos who seek out supportive long-term care services
for themselves and their care recipient effectively offset emotionally and physically

demanding work(Aranda et al, 2003; Morano & Bravo, 2002). Unfortunately, Latino

caregivers underutilize needed long-term care services that may actually protect their
health and reduce caregiver-related stress and burden (National Alliance for Caregiving
and AARP,2004). Caregivers also delay seeking respite until the care recipients'
behavior, particularly in the case of dementia patients, has severely worsened(Thomas et

al, 2004). Consequently, caregivers deny themselves the respite benefits afforded from
long-term care, even when it is financially accessible. Care recipients' health may also

worsen as their caregivers' mental and physical health deteriorates. The underutilization
offormal care services and dependency on familial support reportedly decrease
independence ofthe care recipient, a factor associated with depression (Purdy &
Arguello, 1992).

Inarguably, financial limitations and structural barriers to care will always be
responsible for the underutilization oflong-term care services(Wallace & Villa, 2003).

Other factors proven to affect long-term care service use by Latino caregivers include
declining functional status ofthe care recipient and caregiver burden (Wallace, Campbell,
& Lew-Ting, 1994). Available qualitative research, albeit limited, suggests that cultural
values and religious and spiritual coping may explain why many Latinos delay or forego
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participation in needed long-term care services even when accessible (Wallace et al.,
1998; Mui & Bumette, 1994). The degree of acculturation may attenuate the effects of
these factors. However,there is a dearth of substantive quantitative studies to adequately
measure how these factors converge to influence long-term care service use.

In this study, we examined the significant predictors oflong-term care use by
Mexican-American elders and their family caregivers residing in San Diego, California.

The predictive quality of cultural factors such as familism, gender roles, and acculturation
was explored, as well as the extent to which religious and spiritual coping by caregivers
influences their long-term care service use. This study also assessed Mexican-American
caregivers' knowledge and perceptions about community-based long-term care services.
Other predictive factors oflong-term care service use, such as perceived caregiver
burden, caregiver health, caregiver depression, and functional status ofthe care recipient
were considered.

Methods
)

Studv Design

This cross-sectional quantitative study involved face-to-face interviews of
Mexican-American family caregivers in their homes or the community site of their
choosing. Participants received educational materials for caregivers and their care

recipients in their primary language from the National Institute on Aging and the Family
Caregiver Alliance, a $10 gift card from Wal-Mart, a directory of services, and referrals
to community-based long-term care services, as needed. Interviews were conducted by

bilingual and bicultural individuals in the primary language ofthe caregiver.
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Questions and scales unavailable in Spanish were translated and back-translated
f

by bilingual experts and followed by a group discussion, as recommended in an

adaptation of Brislin's model for cross-cultural research (Jones, Lee, Phillips, Zhang,&
Jaceldo, 2001). In the first round oftranslations, the English-language scales were

translated into Spanish by a Mexican-American bilingual expert, and then blindly backtranslated to English by a second bilingual expert. A subsequent group discussion
allowed the experts to identify differences in meanings and suggest alternatives by

comparing the two documents side by side. Two representatives ofthe study population

(i.e., Mexican-American caregivers) were present during the follow-up discussion to aid
in clarifying any confusing terms or intended meaning ofsurvey questions. The final tool
was then revised in Spanish to reflect this input.

Recruitment and Sample. A convenience sample of66 family caregivers of

Mexican descent residing in San Diego County was recruited. Caregivers responded to

flyers posted or distributed in Catholic churches, non-profit and faith-based
organizations, and Adult Day Health Centers(ADHCs). In addition, eligible caregivers
were identified through word-of-mouth or recruitment at senior congregate dining
centers, mobile home parks, health fairs, public libraries, adult education centers, and
businesses with a predominantly Mexican clientele (e.g., grocery stores, butcher shops,

bakeries, beauty salons, laundromats). Advertisements in publications such as

Pennysaver and El Latino were also fruitful in identifying eligible participants. An
additional eligibility requirement called for caregivers to be relatives ofthe care recipient

(i.e., spouse, parent, sibling, in-law, or other relative over the age of50)and that they
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provide assistance with at least one Activity of Daily Living(ADL)or Instrumental
Activities of Daily Living(IADL).

The research objectives of this study were to determine which variables were

predictive oflong-term care service use, including familism; gender roles; knowledge

about long-term care; perceptions about long-term care services; caregiver burden, and
religiosity. The study sought to identify whether those predictor variables were

associated with long-term care service use after controlling for acculturation; functional
status of care recipient; caregiver depression, health and burden; socioeconomic factors

such as legal status and insurance status ofcare recipient; and caregiver education and
age.

Measures

Long-term Care Use. The Centers for Medicaid and Medicare Services defines

long-term care as paid and unpaid medical and non-medical services provided in the
home, community, nursing home,or assisted living facility. Unpaid home and
community-based services are often referred to as "informal," whereas "formal"
describes paid services or those provided in an institutional setting (e.g., nursing home,
assisted living facility, or ADHC). This includes home- and community-based services

designed to assist family caregivers in their caregiving responsibilities directly (e.g.,
caregiver support groups, case management)or indirectly (e.g., transportation, meal
delivery programs, home health care), as well as institutionalization (e.g., placement in
nursing homes or assisted living facilities). The dependent, or outcome, variable of
interest in this case is level ofservice use, consisting of both frequency of use and type of
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service. A content analysis ofthe 2005 Eldercare Directory of San Diego and the Aging

and Independence Services of San Diego online resource provided the basis for
constructing a list ofcommon long-term care services in San Diego. Three experts

jointly reviewed and agreed on a ranked system oflong-term care services on the basis of
intensity and level of care involved. Higher intensity services (e.g., nursing home,
assisted living facility, and hospice) were ranked highest, while lower intensity services
.

'
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(e.g., senior nutrition centers, support groups) were ranked lowest. The frequency of
long-term care services was measured with 11 questions along a 3-point Likert scale

{never, occasionally, often), and a 12^^ question assessing whether care recipients were
currently residing in a nursing home or assisted living facility. In creating an indicator of
service use, the frequency of use for each service was multiplied by the rank number
assigned by the group of experts and those products summed.

Informal Qualitative Component. For each ofthe 11 long-term care services
listed, interviewers prompted caregivers to describe any experience that might explain
their reluctance to participate in services they needed, but had not used; to describe any

personal barriers they encountered in accessing services, and share any positive or
negative experiences with services they reported having used. The interview recorded
caregivers' comments alongside the applicable service. This informal qualitative

component proved to be as revealing and valuable as the survey questions in explaining
patterns of long-term care use among participants.

Long-term Care Knowledge and Physicians'Referral. After the interviewer

described each service type, participants were asked to select whether or not(Yes/No)
they had ever heard ofthe service. The sum oftheir scores produced the variable for
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long-term care service knowledge. This was followed by questions regarding the
helpfulness of care recipients' primary care provider in identifying long-term care
services through referrals, and if they knew where to call or who to contact to find out
more about long-term care services.

Perceived Barriers to Long-term Care Use. A review of the literature revealed
common barriers to long-term care and, more generally, health care service use by

Latinos. Language barriers(Documet & Sharma,2004; Schur & Alburs, 1996), high
uninsurance rates(de la Torre, Friis, Hunter, Ellis,& Garcia, 1999; Center on an Aging
Society, 2003), and high poverty rates in Latino elderly, particularly women(Agency on

Aging,2002),impede access to health services. Qualitative research has correlated
underutilization oflong-term care by Latino elderly with lack ofknowledge about
services (Crist, 2002; Lockery, 1991). Latinos may also consider long-term care services
as an option only oflast resort(Ayalon,2004; Neary & Mahoney, 2005). These factors
were addressed in questions that extrapolate caregivers' perceptions about possible
barriers to service use. Five questions formed part ofthe final Caregivers' Perceived
Barriers and Attitudes toward Long-term Care Scale(a = .52), including caregivers'

knowledge about who to contact to access services; their perception that they will be
unable to afford services; their view that long-term care is an option of last resort;

concern over whether long-term care facilities are prepared to handle Limited English
Proficient(LEP)elderly, and whether they had a friend or relative (other than the care
recipient) who currently used long-term care services.
Familism. Familism is a multidimensional construct that includes the idea of

sacrificing one's needs and desires for the benefit ofthe family, the belief that adults
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should maintain a strong emotional tie with their family, and the belief that one should

defend the family name and honor(Steidel & Contreras, 2003; Purdy & Arguello, 1992).
Cox and Monk(1993)suggest that cultural values within the family unit create the

expectation for immediate and extended family to provide care to older relatives.
Familism was measured with 18 items along a 10-point Likert scale. The instrument

measures self-sacrifice for the benefit ofthe family, family connectedness and
reciprocity, and belief in familial honor(Steidel & Contreras, 2003). A Cronbach's alpha
of.83 was found for the overall scale in our study.

Gender Roles. Since Latino caregivers are most likely to be daughters or

daughters-in-law (Cox & Monk, 1993; Harwood et al., 2000), expectations to provide
care for aging relatives and parents, which originate in familism, may also surface in the
form oftraditional gender roles, referred to as marianismo. In a study of Mexican-

American female caregivers, Jolicoeur and Madden(2002)foimd the "good daughter"
role (accommodating, obedient, and strongly tied to family)to be more prevalent among
non-English speaking participants, who were presumably also less acculturated.
Adherence to more traditional gender roles was predicted to coincide with higher levels
offamilism and rates oflong-term care use. No research to date has examined the
explicit role of marianismo on the expectation that Latino females provide care to aging
relatives, nor how this may compound preexisting familism and lead to even lower long-

term care use. The impact of gender roles on long-term care service use was examined
with five questions tested as a scale(a =.645), including whether caregivers felt women

had a greater obligation than the men in their families to care for aging relatives.
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Acculturation. Acculturation was measured using a 10-item scale developed by

Dawson, Crano, and Burgoon (1996). A condensed version ofthe original 20-item

Acculturation Ratings Scale for Mexican-Americans(ARSMA),showed a Cronbach's

alpha of.96 in this sample. This scale captured the caregiver's degree of acculturation as
determined by language and communication preferences, where the individual was
mostly raised, and extent of contact mth Mexico.

Religious and Spiritual Coping. According to a recent literature review of

religiosity and caregiver health, many caregivers readily employ religious and spiritual
coping mechanisms to ameliorate the stress and burden associated with caregiving

(Pearce, 2005). To date, however, no study has examined how pronoimced religious and
spiritual coping by Latino caregivers affects long-term care service use. Two scales
demonstrated how caregivers might draw upon their faith to cope with the stress and
burden of caregiving. The five-item Duke Religion Index(DUREL; Koenig,Parkerson,
& Meador, 1997) measured the caregivers' religiosity in three dimensions of
c

religiousness: organizational, non-organizational, and intrinsic. Its Cronbach's alpha was
.835. The six-item abbreviated form ofthe short-form Brief Religious and Spiritual

Coping(RCOPE;Pargament et al, 1998)scale measured the positive and negative
aspects of caregivers' religious and spiritual means of coping. In our study, the positive

coping scale produced a Cronbach's alpha of.79 and the negative coping .39.

Caregiver Health, Depression, and Burden. The perception of caregiving as
burdensome was assessed in our sample with the 12-item short form ofZarit's Burden

Inventory(ZBI; Bedard et al, 2001), generating a Cronbach's alpha of.94. The general

health ofthe caregiver was assessed with the QualityMetric SF-8™ Generic Health
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Siirvey, in which respondents are asked to evaluate their health in the preceding four

weeks(Ware et al, 2001). The SF-8(a =.85 in our study) includes eight items assessing
self-reported health across the following domains: General Health; Physical Functioning;
Role-Physical; Bodily Pain; Vitality; Social Functioning; Mental Health, arid RoleEmotional. The shortened lO-item Center for Epidemiological Studies - Depression

(CESD -10)scale was used to determine levels of depression in this sample, resulting in
a Cronbach's alpha of.87(Andresen et al, 1994).
Functional Status. Functional status ofthe care recipient was assessed with the

Instrumental Activities ofDaily Living Scale(It^L; Lawton & Brody, 1969), an 8-item
scale completed by the caregiver. In addition, the 6-item Katz Index Activities of Daily
Living Scale(ADL)was used to determine the care recipient's level ofindependence in
bathing, dressing, and other activities of daily living(Katz et al, 1970). In our sample,
the lADL and ADL scale resulted in a Cronbach's alpha of.76 and .86, respectively. The

care recipient's disease status was obtained through two questions—one question specific
to dementia, and a second using a checklist from which caregivers could select the
chronic illnesses or conditions affecting the person they cared for.

Results

Characteristics ofthe Caregiving Situation

As shown in Table 1, caregivers were most likely to live with the care recipient
and care for their mother, followed by other relatives, a spouse, or their father. Most care

recipients were permanent legal residents or U.S. citizens and insured dually by Medicare
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and Medicaid (called Medi-Cal in California). A great number of caregivers reported
carrying out their caregiving duties without the help ofother relatives or friends.
The majority of caregivers were women(90.9%), with ages ranging from 21 to
76. Most were married(67.3%)and lived with the care recipient(70.9%). There were

equal numbers of employed and unemployed caregivers. Uninsured care recipients
totaled 14.5%; 10.9% of care recipients were undocumented; and 47.3% of caregivers
had completed high school or its equivalent.

Regression Analvsis

Table 2 shows the simple correlations and the beta weights for the regression of

long-term care use on the primary study variables. Associations between individual
variables were explored to reduce multicollinearity, and then fitted to produce the most

viable predictor model shown, producing an

=.743(Adjusted R^= .674), p-value <

.0005. Long-term care use among Mexican-American family caregivers was more

probable when caregivers received help from family or friends, cared for a relative with
adequate health insurance, received a referral from the care recipients' physician, were
knowledgeable about services, and cared for a relative with high dependency in lADLs.
Caregivers with a higher tendency toward familism, greater acculturation, or who lived
with the care recipient, had lower utilization oflong-term care.

Long-term Care Use and Knowledge

Column 1 in Table 3 presents the percentage of caregivers who reported having
ever used each form oflong-term care service in descending order, from the most often
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used service to the least. The second column displays the corresponding percentage of

caregivers who possessed at least general knowledge ofthat service. The services least
used were home-delivered meal programs, caregiver support groups, and hospice care.

Garegivers were most familiar with home health care, followed by senior nutrition
centers, and home-delivered meal programs. The services they were least knowledgeable

about were support groups, hospice care, and case management. Caregivers were
encouraged to share their experiences and opinions about each long-term care service

they iised or describe why they did not access a service, if it was needed. The proceeding
results from this qualitative component provide valuable insight into why services with
which caregivers were familiar were not always utilized.

While knowledge about an individual service corresponded well with its actual
service use, a major discrepancy was observed for home-delivered meal programs.

Home-delivered meal programs were the third best known service(80%), but were the
least used and most harshly criticized. Caregivers familiar with the service described it
as inconvenient and inappropriate for the health problems ofsome elderly care recipients.
Someone always had to be at home with the relative to receive the food if the care
recipient was immobile, or feed it to the care recipient, as in the case of a stroke victim.
This defeated the purpose of having the meal delivered when the caregiver was not

available during the day to prepare a meal and feed it to their relative. Participants

complained that the food lacked nutritional value, was small in quantity, tasteless, and
inappropriate for diabetics or those with heart conditions requiring a diet low in salt.
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Perceived Barriers and Attitudes About Long-term Care

Approximately 55.6% of caregivers said they would consider using communityor institution-based long-term care only as a last resort. Only 12.7%(N = 7)reported

having the relative they cared for in a nursing home or assisted living facility. Use of
community-based services was much higher in comparison to institutionalized long-term

care. All seven caregivers with institutionalized relatives reported having been strongly
persuaded by concerned authorities to institutionalize their loved ones. For three of them,
firemen and paramedics had urged the caregiver to consider institutionalizing their
relative after being repeatedly called to the caregiver's home,and in the other four cases,
the recommendation came from the care recipient's physician.

Sixty-five percent of caregivers reported not knowing where to call or who to
contact to find out about long-term care services. Approximately half(52%)said they

would trust personnel at long-term care services to care for their relative as well as they
did. Distrust stemmed primarily from personal experience as well as word of mouth. A

few caregivers shared stories about elder abuse they heard from friends or relatives who
worked with the elderly in nursing homes (e.g., residents being robbed by staff,

sustaining injiiries resulting from lack ofsupervision, experiencing verbal abuse, and
having medications administered incorrectly). One caregiver reported taking her mother,
who had Alzheimer's Disease, out ofan ADHC after witnessing staff being impatient and

disrespectful to clients, and finding her mother with bruises on more than one occasion.
Another caregiver shared that although she was open to moving her mother into an

assisted living facility or having her attend an ADHC occasionally, she was hesitant
because of her mother's misperception that the government placed elderly people who
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had become a bvirden on the system in "those places." Her mother associated the loss of

her elderly friends with such facilities, and suspected "que le habian echado agiiita"(that
staff had poisoned them).

Personal Care/Homemaker Services. Although such information was not

systematically recorded, almost without exception, every participant currently not using
some form of personal care assistance at home requested assistance with accessing this

type of service. The biggest concern for caregivers was leaving their relative unattended
while they ran errands or went to work. Caregivers metaphorically described their

situation as being "qmarrada"(tied with a rope) or being "encadenada"(chained) to their
home like a prisoner. When no alternative was in sight, caregivers reluctantly brought

the care recipient along to run errand, but described the outing as a tiring day-long
ordeal. Numerous complaints from caregivers centered on the financial hardship of not

having the freedom to work outside the home. One caregiver who was a beauty salon
owner was grateful that her employees supported her decision to bring her mother with
her to work everyday. Another caregiver, who was employed by her brother as a

secretary in a back office, also had the flexibility of bringing her mother to work.
However, both caregivers described this as a forced arrangement and were explicit in
their desire for time away from their mothers.

In-Home Supportive Services(IHSS), coordinated by San Diego County's Aging

and Independence Services, provides family caregivers with a possible solution to both
the financial hardship and need for respite care desired by family caregivers. IHSS offers
an hourly stipend to family members for caring for their elderly relative at home, or

provides them with a list ofIHSS-approved caregivers from which to choose. The vast
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majority of caregivers not enrolled in IHSS, but reporting having heard of and needing
the service, attributed their lack of participation to not knowing how or where to enroll.

Three caregivers were deemed ineligible because they exceeded the maximum allowed
income or cared for an undocumented relative. One caregiver associated IHSS with
"welfare" that the INS would view unfavorably when reviewing a pending immigration

application of another relative they were sponsoring. Interestingly, informal discussions
with caregivers suggest that the IHSS program design itself may have some trivial, but
unexpected, drawbacks concerning caregivers' sense ofobligation to care for that
relative. One caregiver delayed enrolling in IHSS for almost two years out of guilt,

stating that accepting payment to care for one's own relative would appear selfish and
offensive to her mother. At the time ofthe interview, she was reconsidering IHSS only

after financial resources were depleted and increasing pressure from her husband to spend
more time at home. Two family caregivers receiving IHSS described situations in which
receiving IHSS money had legitimized their role as a caregiver in a negative way.
Unsupportive siblings viewed the payment as that caregiver's responsibility and further
washed their hands of any obligation to help with caregiving tasks. In fact, when one

caregiver found herself in the middle of a crisis and called upon her brother's help in
cleaning up their mother after she soiled herself, he responded by saying "para eso te

pagan a ti!"(that's what they pay you to do!). Existing IHSS users also experienced a

few quality-based problems regarding non-relative paid caregivers. A family member
struggled with an IHSS caregiver who routinely asked her elderly mother to sign off on
hoiurs she had not yet worked, and several others complained that IHSS caregivers were
reluctant to perform tasks they most needed help with (e.g., bathing, moving a heavy care
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recipient). One earegiver described her ideal paid caregiver as a companion who
socialized with their relative, rather than simply carrying out their duties like "robots." In

addition, numerous earegivers commented that providing transportation was one ofthe

key things with which they needed assistance, whether from the IHSS caregiver or other
sources. However,family members were unclear as to IHSS paid earegivers'

responsibility to provide transportation. Although it was an additional financial hardship,
family earegivers understood that transportation could be costly and typically offered the
A

■

.

IHSS caregiver gas money.

Language Barriers. An overwhelming majority(80%)said they were concerned
that long-term care personnel were not prepared to work with persons ofLimited English

Proficiency(LfeP). Many thought their relatives were depressed and would benefit from
social interaction, referring to ADHCs or senior centers, but feared the care recipient

would feel isolated without Spanish-speaking staff or seniors to socialize with. A critical
barrier to service use frequently mentioned was the lack ofreliable and affordable
transportation. However,some earegivers reported passing up transportation services to
medical appointments out of concern that, even if an interpreter was made available, their
relative would feel confused or overwhelmed during their appointment without them,
forget valuable information exchanged with the provider, or feel lost without a Spanishspeaking driver and escort. A caregiver offered one such example. Although she is

thankful for the transportation service that takes her father three times a week to his
routine dialysis appointment, she told of one occasion that left him traumatized. On one
of his routine visits, he had unexpected complications that required immediate minor

surgery. With no Spanish-speaking staff available and the caregiver unavailable at a
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work meeting, her father had to be led into surgery, completely frightened and unaware

as to what procedure he needed and why. That day, her father was dropped off at home,
shaken up and in tears. In another example of a language barrier, a large HMO sent an

English-speaking social worker from their hospice to assess her mother's case. The

caregiver was mistakenly led to understand that the only way her mother would qualify
for hospice care was if she signed a letter agreeing to not resuscitate under any condition.
On that basis, the religious beliefs ofthe caregiver forced her to refuse the service
altogether, and she has cared for her mother with Lou Gehrig's disease for two years on
her own because ofthis misunderstanding.

Support Groups. Slightly less than half(43.6%)of caregivers were familiar with
caregiver support groups. Caregivers understood the general concept of support

groups—^with some finding similarities to prayer groups. Alcoholics Anonymous, and
Weight Watchers—^but few were aware of any existing caregiver support groups. After
describing what support groups were, caregivers displayed mixed interest. Those with
less interest said that work schedules precluded them from committing to weekly

caregiver support groups, especially during the day. A bigger concern was not having
anyone to look after their relative in their absence, or needing to be at home to cook for
their spouse and children. There were, however,requests for information on short-term

caregiver training workshops, and orientation to what long-term care services have to
offer.
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Cultural Values and Long-term Care Use

"

As expected from Steidel arid Contreras' study(2003),familism and acculturation

were significantly inversely associated with each other {p = -.531,/? < .0005). Although
higher acculturation was strongly associated with higher income(p =.358,p =.007) and
higher education {p =.509, p — .001), two variables thought to facilitate access to
services (Lara, 2004), it contributed significantly to the regression model (/3 = -.2l3,p
=.039), predicting lower usage oflong-term care. Access to long-term care services

depends heavily on health insurance coverage, as this study demonstrated (J3 =.298,/?
j"

=.001). A correlational analysis of acculturation and long-term Care use (controlling for
income, education, and health insurance)failed to show any significant association (/? = -

.169,p = .231). Mean acculturation ofthe care recipient appears to be roughly equal for
uninsured versus insured care recipients. A larger sample size might help determine if
overall insurance status ofthe care recipient differs significantly according to the
acculturatiori level ofthe caregiver. What is clear, however, is that care recipients with
Medicaid or Medicaid/Medicare coverage had caregivers with significantly lower levels
of acculturation (18.22), compared with care recipients without either form of coverage
j

(25.18),F(l,53)= 6.76,/? = .012. Medicaid is the largest coverage of many ofthe longterm care services examined in this study (e.g., hospice, ADHCs,IHSS, and some care

management programs). Given the importance of health insurance in accessing long-term
care services, it is possible that Medicaid served as an equalizer by increasing insurance
coverage for care recipients ofless acculturated caregivers(and presumably eligible

lower incomes),thereby diminishing any possible association between acculturation and
long-term care use. Other services assessed in this study (e^g., care management through
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non-profit organizations, legal/financial assistance, transportation) are provided free or
discounted on a sliding fee scale. Though higher acculturated caregivers often don't
make enough money to pay for services out of pocket, their higher incomes may be
preventing their care recipients from qualifying for these services.

Approximately 78% of participants said they would feel guilty ifthey denied care
to an elderly relative in need; While a large number ofcaregivers(77.8%) agreed that
caregiving was a more natural trait in women, much fewer(22%)felt that this role was
necessarily a woman's responsibility. More than half(57.8%)of caregivers, however,

thought that in their Own families, it was assumed that females would take on the task of
caring for aging relatives.

Caregiver Responsibilitv and Familv Conflict

Women, who made up the larger proportion of caregivers in this study(90.9%),

are going to great lengths to get the job done while being pulled in multiple directionswife, mother, employee, and caregiver- and with little support from other relatives. An
overwhelming number of caregivers(72.4%)reported carrying the bulk oftheir
caregiving responsibility alone. Two women traveled four to five days a week from
Tijuana, Mexico, to care for their relative in San Diego. One caregiver reported living
I

with her mother during the week and visiting her husband on the weekends. When one

divorced caregiver was not in San Diego caring for her father, she was traveling to North
Carolina for the three months out ofthe year when he stayed with her sister, to help her
care for him because her sister was married with children and worked full-time.

However,she frequently had to quit new jobs in order to travel to North Carolina.
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Another caregiver had to maintain a long-distance relationship with her husband in

Mexico City, after moving to San Diego to care for both of her parents. Adding to this
stress, three caregivers also held legal guardianship over their grandchildren.

Unprompted,the majority of caregivers of parents expressed criticism of siblings
who lived close by, sometimes next door to the care recipient, but refused to take an

active role in caregiving despite caregivers' persistence, Caregivers expressed frustration
with and resentment toward siblings, referring to it as a constant source offamily

conflict. Upon closer inspection, those caring for a parent had a significantly,F(1, 51)=
11.04,ju < .01, higher mean for caregiver burden (19.42)compared to those caring for
any other relative (10.7). According to caregivers, siblings shrugged offtheir

responsibility because they were too busy with their own work and families, and for male
siblings, their wives refused to have their in-law live with them. Siblings assumed the
task of caring for their parent should fall on the current caregiver because they were not
working, were unmarried, had grown children that did not require as much care, did not
have as many financial obligations, or were being paid by IHSS.

Discussion

Despite a seemingly small sample size to date, this research represents the largest

quantitative study of Latino caregivers to include those caring for relatives with dementia
as well as non-dementia conditions, and one offew research studies of Latino caregivers,

in general. With the growing number of Latino elderly with chronic diseases such as
diabetes and heart disease (Wallace & Villa, 2003), it will be equally important to

examine the needs of caregivers ofrelatives without dementia. In fact, caregivers in this
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study most often reported caring for someone with diabetes(36.4%), heart disease

(29.1%), and arthritis(29.1%). Much like families of other ethnic groups, the dynamics
ofthe Mexican-American family have become increasingly strained as dual incomes and

geographic separation becomes more commonplace,leaving individual family members
to care for aging relatives alone. Thus, the high percentage of caregivers in this study
(72.4%)reporting that they provide the bulk ofthe caregiving alone is not surprising.
According to Wolff and Kasper(2006), the proportion of primary caregivers working
alone increased between 1989 and 1999(from 34.9% to 52.8%). Caregivers who

received some help from others proved to be the most powerful predictor oflong-term
care services (fi = .333, p < .005). This supports previous findings (Wallace, Levy-

Storms,& Ferguson, 1995; Radina & Barber,2004), which showed that social support
and a larger family network were important predictors offormal service use. Hence,

caregivers working in isolation may be at the greatest risk of not accessing needed longterm care services.

Consistent with other research(Ayalon, 2004; Neary & Mahoney, 2005), 55.6%

of Latino caregivers in this study agreed that long-term care services are an option oflast
resort. However,the findings that knowledge about services and a physician's referral
were significant predictors oflong-term care use suggest that Mexican-American family

caregivers are not only in need of, but are inclined to participate in, long-term care

services when given the resources. This supports qualitative research by Crist(2002)and
Lockery(1991)that lack of awareness and unfamiliarity with formal institutions are
correlated with lower usage of health care services among ethnic minorities.
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Unlike other literature connecting higher acculturation levels of Latinos with
increased health service use (Lara, 2005)or formal support service use (Radina & Barber,

2004), this study did not find that association. Although caregivers' acculturation was
consistent with its usual associations (e.g., higher income arid education), there was no

evidence ofthe expected positive association; if anything the association was negative,

though not statistically significant except in the multiple regression model. A possible
neutralizing factor is Medicaid eligibility. In the present study, we limited long-term care
services to those that would either be used by the care recipient directly(ADHCs,

hospice, home health care, personal care/services), or social services that would be used

by the caregiver (legal/fmancial services, case management, support groups)in support of
their caregiving role, but unlike Radina and Barber's study, we excluded usual health
services (primary care, hospital, etc.). As with Radina and Barber, acculturation of the

caregiver, rather than the care recipients, was measured on the assumption that family
caregivers typically navigate services on behalf oftheir dependent elder relative. As Villa
and Aranda(2000)report, older Latinos tend to be reliant on publicly-funded programs
such as Medicare and Medicaid. However, Medicaid takes into consideration the income

ofthe caregiver when determining a care recipients' eligibility when they live together.
Thus, care recipients with acculturated family members(with presumably higher
incomes) may be excluded from eligibility. Given the significance of health insurance

coverage as a determinant oflong-term care use, as found in this study, access to
Medicaid in particular may be an important bridge to needed respite care that should be
further explored.
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A possible strength ofthis study is the method used to measure long-term care

service use. Long-term care services vary so widely in their scope and nature that it must
be accounted for in its measurement. By having e3q)erts rank long-term care services

according to their level ofinvolvement, the outcome variable of long-term care service
use may be a more reliable measure of overall service use. Ideally, predictors oflongterm care services should be examined individually for each service type because they

may pose different barriers such as specific eligibility requirements, cost, availability, or
insurance coverage.

The greatest strength ofthis study is the use of specific constructs, such as
familism and gender roles, in addition to acculturation. An alternative approach to

studying acculturation is the direct assessment of cultural values associated with
acculturation(Berry, 2003; Betancourt & Lopez, 1993), as this produces stronger

explanatory models and helps determine the extent of acculturation in those culturally
based dimensions. As hypothesized, caregivers' tendency toward familism was a
significant predictor oflong-term care service use.
(

In addition to determining the key predictors oflong-term care in this population,

a less explicit intent ofthis study was to examine the reasons why Mexican-American
caregivers underutilize these services. Thus, a greater emphasis was made through
grassroots outreach to recruit caregivers in non-health service settings, such as grocery

stores and mobile home parks. Nonetheless, the spiall sample size ofthe study may limit
the confidence of conclusions derived, and the nature of cross-sectional studies with self-

selected participants also restricts the generalization of results to other populations.
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Implications for Policy and Practice

Health and social service providers oflong-term care services should be cognizant

that contrary to popular belief, most Mexican-American family caregivers are caring for
an aging relative in isolation, without the help of other family or friends. For unclear
reasons, these caregivers are less likely to access services. Considering the power of
knowledge about services and having a physician's referral in predicting long-term care

use, service providers must improve marketing and education about their programs to the
Latino community, paying particular attention to caregivers without any family support.

Educating primary care physicians about community care options, for example, might be
an important avenue for increasing physician referrals to long-term care services.
As one ofthe biggest insurers oflong-term care, further research should explore
how access barriers to and eligibility for Medicaid may affect long-term care use.

Medicaid ineligibility, in the absence of health insurance, may be one ofthe most

important barriers to long-term care use for the growing population of older Latinos
without alternative forms of health insurance or monetary resources.
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TABLES

Table 1. Characteristics of the caregiving situation.(N = 66)

Variable

Count(%)

Mean(SD)

Care Recipient Lives in a Facility

No

'

Yes
Care Recipient Residency Status

59(88.4)
7(10.6)

U.S. Citizen or Legal Resident

60(90.9)

Undocumented
Care Recipient Insurance Status
Uninsured
Medicare or Veteran's Benefits

6(9.1)

Medicaid Only

8(12.1).
6(9.1)

3(4.9)

Medicare and Medicaid

Medicare HMO/Supplement/Choice
HMO/PPO

32(48.5)

13(19.7)
4(6.1)

Care Recipient Has Alzheimer's or Dementia
No
Yes

47(71.2)
19(28.8)

Caregiver Relationship to Care Recipient
Spouse

14(21.2)

Mother
Father
In-law
Other

23(34.8)
7(10.6)
5 (7.6)
17(25.8)

Receives No Assistance with Caregiving

51(77.3)

Caregiver Responsibility
Receives Some Assistance with

Caregiving
Caregiver Lives with Care Recipient
^ No

15(22.7)
17(25.8)

Yes

49(74.2)
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Table 2. Single correlations and /? weights for model predicting long-term care use.(N = 66)
Correlation^
Model
p-value
p-value
p
Familism

-.114

.364

-.324

.001**

Physician Referral

.577

.000**

.324

.001**

Long-term Care Knowledge
Care Recipient Health

.579

.000**

.309

.002**

.472

.000**

.260

.002**

Receives Some Help from
Family and Friends

.130

.297

.289

.002**

Acculturation

-.141

.258

-.287

.003**

Independence in lADLs

-.274

.026*

-.232

.010*

.128

.306

.181

.042+

.154

-.132

.125

-.207

.218
.096+

-.147

.127

-.051

.693

-.061

.550

Insurance Status

Cares for Other Relative vs.
Parent

Religiosity/DUREL
Lives with Care Recipient
Perceived Caregiver Burden

.732

Adjusted

.671

"p < ,01, 'p < .05, *p< .10,^ Spearman's rho
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Table 3. Long-term care use and knowledge.(N = 66)
Use(yes)
N
%
Type of Service
39.4
26
Home Health Care

Knowledge(yes)
, N

%

56

84.8

Homemaker/Personal Care Services

25

37.9

40

60.6

Interpreter Services

23

34.9

44

66.7

Senior/Nutrition Centers ,

22

33.4

56

84.8

Case Management
Adult Day Health Centers
Transportation
Legal andT'inancial Counseling
Caregiver Support Groups
Hospice Care
Home Meal Delivery Programs

20

30.3

35

53.0

19

28.8

43

65.2

19

28.8

43

65.2

13

19.7

22

33.3

11

16.7

30

45.5

11

16.6

31

47.0

5

7.5

52

78.8
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CHAPTER 5

OTHER FINDINGS

A. Predictors of Caregiver Burden

A regression analysis was run to test perceived caregiver burden as the outcome
variable. Results are shown in Table 1. Higher levels of caregiver burden was most

significantly predicted by higher levels of depression, knowledge about long-term care

services, living with the care recipient, negative religious coping,low levels offamilism,
and poor caregiver health. As Table 2 illustrates, most study participants were married
females(65.2%) with a mean age of48. About half were employed at least part-time,
and 37.9% had less than a high school education.
1. Depression

Depressed caregivers constituted 50.9% ofthe sample (scored 10 or higher
on the CES-D 10). When a subset of50 female caregivers was taken, the percentage was
52%. These rates fall in the high end of expected rates of depression for caregivers.

Most caregiver studies find that 30% to 59% of caregivers report depressive disorders or
symptoms(Family Caregiver Alliance, 2001; Mittelman et al, 2002). It was not

surprising that depression rates were this high, considering that Latinos tend to be underdiagnosed and under-treated for depression (Gallagher-Thompson et al., 1997).
The Chula Vista Community Collaborative, through the Family Resource Centers,

offers a series of eight workshops in Spanish for Latino women with depression or at risk
of depression, Es Dificil Ser Mujer (It's Difficult Being a Woman). Referrals to this
program were extremely popular with caregivers, and many are now on the waiting list
for the next set of workshops. The workshops are designed to help participants identify
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the signs and symptoms of depression, learn conflict resolution, and offer each other
support and advice. Because these women's stress extends beyond the caregiving role,

investing in this type of support may be a crucial step toward improving the mental health
of caregivers.

In fact, in its National Consensus Report on Caregiver Assessment(2006), the

Family Caregiver Alliance and other professionals made the recommendation that
caregivers be actively screened for depression and other health concerns. One caregiver,
who scored very high on the survey's CES-D scale, reported having asked her physician
about her depression, only to have her concern minimized and shrugged off. Providers

must be trained to be sensitive to and take caregivers' mental health concerns seriously.

2. Cultural Values

As caregivers distance themselves from traditional views about familism

and find themselves under pressure to adhere to traditional gender roles, they are more
likely to sense greater levels of burden. Familism and traditional gender roles, which
dictates self-sacrifice for the sake ofthe family and demands women step up to care for
aging relatives in need, may be a source of stress for more acculturated women.
Caregivers who report being in an environment where others expect them to take on the

task ofcaring for an aging relative because oftheir gender, or fear guilt for not offering to
care for an aging relative in need, are likely to sense greater levels of burden. This is
consistent with previous findings that suggest familism may directly impact the
caregiver's mental health. As Kosloski and colleagues(1999)found from data collected
from 573 caregivers of Alzheimer's patients, a caregiver's perceived expectation to
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provide care may be a risk factor for depression. Jolicoeur and Madden(2002),for
example,foimd that even when Mexican-American women sought to fulfill their
obligations and had more family to assist them with cjuregiving, they experienced
significantly lower levels of satisfaction.
3. Religiosity

Negative religious'and spiritual coping was found to contribute to poorer

perceived caregiver burden, while positive spiritual coping lessened the caregiver's
burden. These findings support a growing body ofresearch showing that caregivers, in

general, may use their religiosity and spirituality as a way of coping with caregivers
stress and coming to terms with their circumstances(Pearce,2005; Stolley, Buckwalter,

& Koenig, 1999,& Chang, Noonan,& Tennstedt, 1998). Latino caregivers, in particular,
have been shown to rely on their religious faith to appraise their situations in a positive

maimer(Calderon & Tennstedt, 1998; Valle et al, 1993; Adams et al, 2002; Coon et al,
2004). Our study shows,for the first time, that not only are Mexican-American family

caregivers more likely to get through stressful caregiving situations by relying on their
religious beliefs, but this may in fact be good for their emotional well-being.
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Table 1. Single correlations andjg weights for model predicting caregiver burden.(N = 66)
Correlation^

Model

P

p-value

3

p-value

.389

.001

.560

.000

.363

.002

.882

.019

.378

,002

.275

.029

-.190

.046

-314

.002

.203

.047

.063

.257

-.206

.066

-.333

.008

Caregiver health

.210

.074

.493

.000

Gender roles

.139

436

-.014

.920

Religiosity/DUREL

.132

!i81

.329

.016

Caregiver has no help iSrom others

.147

.196

.493

.000

Higher functioning/Activities of daily living
Higher functioning/Instrumental activities

-.148

.293

.693

-.056

-.149

.308

.996

.001

.485

.171

.220

.505

-.051

.693

.285

.024

Depression
Long-term care knowledge
Lives with care recipient
Cares for relative other than parent
Negative religious coping
Familism

of daily living
Care recipient with Alzheimer's
Long-term care use

.070
-.081
.069

Acculturation

-

.532

R'

.766

Adjusted
**p < .01, *p < .05, V < .10]'Spearman's rho

.671
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B. Elder Abuse

During the course of this study, seven individuals expressed concern over the well
being of elderly siblings or extended family members,ranging from suspected neglect to
financial abuse. Most did not realize these were reportable to the Coimty through Adult
Protective Services, nor were they familiar with the process either in San Diego or in

other counties. Six ofthe seven potential elder abuse victims reported by caregivers
resided outside of Sail Diego County, but within California; the other case was in

Chicago, Illinois. The researcher assisted with successfully filing a report in three of the
seven incidents. Despite her efforts, a fourth caregiver, due to low literacy, was unable to

provide the correct address of her relative, so Los Angeles County had to close the case.

The remaining three caregivers were more hesitant about pointing the fingers despite
their grave concerns, and wanted to talk it over with other family members before making
any move. At least three other study participants knew ofsomeone(a neighbor, friend, or
co-worker) currently worried about a relative, or during the course ofthe discussion it
became evident to the researcher that their friend was dealing with elder abuse. The

researcher provided education and information regarding the process ofreporting
suspected abuse, reinforced that the name of the reporting party was kept completely

confidential, and offered to assist them with making the call. It is unknown whether they

followed up and filed a report. Although this was not a primary topic covered under this
study, the surprising number of caregivers concerned about their relatives and seeking
assistance warrants further examination. The most commonly expressed feeling was that

of helplessness. For socioetonomic reasons and commitments to their obligations at
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home, caregivers were unable to travel to check on other farhily members, whether in the
same county or outside the county.

Table 2. Demographics.(N = 66)
Count(%)

Variable

Mean(SD)

Caregiver Gender
59(89.4)
7(10.6)

Female

Male

47.92(12.59)

Caregiver Age

Caregiver Monthly Income

f

6(9.1)
9(12.6)
12(18.2)
11 (18.2)
7(10.6)
9(13.6)
12(18.2)

<$700

.

$700 - $1,099
$1,100-$1,499
$1,500-$1,899
$1,900-$2,199
$2,200 - $2,599
$2,600

Caregiver Employment
Unemployed
'

Part/Fulhtime

34(51.2)
32(48.5)

Caregiver Education
Fifth Grade or Less

Sixth to Eighth Grade
Ninth to Eleventh Grade

High School Graduate/GED
Vocational Training
Some College or University/Associate's
Degree

Bachelor's Degree or Higher

5(7.6)
12(18.2)
8(12.1)
8(12.1)
11(16.7)
14(21.2)
8(12.1)

Caregiver Marital Status

Single/Never Married
Married

Not Married, Living With Partner
Divorced/Separated

9(13.6)
43(65.2)
1 (1.5)
11 (16.7)
2(3.0)

Widowed
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CHAPTER 6

DISCUSSION AND RECOMMENDATIONS

A.Discussion

Despite a seemingly small sample size to date, this research represents the largest
quantitative study of Latino caregivers to include caregivers of relatives with dementia as
well as non-dementia conditions. With the growing number of Latino elderly with
chronic diseases such as diabetes and heart disease (Wallace & Villa, 2003), it will be

equally important to examine the needs of caregivers of relatives without dementia. In
fact, caregivers in this study most often reported caring for someone with diabetes

(36.4%), heart disease (29.1%), and arthritis(29.1%). There remains a dearth ofresearch
on Latino caregivers. Much like other American families, the dynamics ofthe MexicanAmerican family have become increasingly strained as dual incomes and geographic
separation become more commonplace, leaving individual family members to care for
aging relatives alone. Thus,the high percentage of caregivers in this study(72.4%)

reporting they provide the bulk ofthe caregiving alone is not surprising. According to
Wolff and Kasper(2006), the proportion of primary caregivers working alone increased
between 1989 and 1999(from 34.9% to 52.8%). Caregivers receiving some help from

other relatives or friends proved to be the most powerful predictor of long-term care

services (fi =.333, p < .0005). This supports previous findings(Wallace, Levy-Storms,
& Ferguson, 1995; Radina & Barber, 2004), which showed that social support and a
larger family network were important predictors offormal service use. Hence, caregivers
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working in isolation may be at the greatest risk of not accessing needed long-term care
services.

Consistent with other research (Ayalon,2004; Neary & Mahoney,2005), 55.6%

of Latino caregivers in this study agreed that long-term care services are an option oflast
resort. However,the findings that knowledge about services and a physician's referral

were significant predictors oflong-term care use suggest that Mexican-America family
caregivers are not only in need of, but are inclined to participate in, long-term care

services when given the resources. This supports qualitative research by Crist(2002)and
Lockery(1991)that lack of awareness and unfamiliarity with formal institutions are
correlated with lower usage of health care services among ethnic minorities.
Unlike other literature connecting higher acculturation levels of Latinos with

increased health service use(Lara, 2005)or formal support service use (Radina & Barber,
2004), this study did not find that association. Although caregivers' acculturation was

consistent with its usual associations (e.g., higher income and education), it lacked
evidence ofthe expected positive association. A possible neutralizing factor is Medicaid
eligibility. In the present study, we limited long-term care services to those that would
either be used by the care recipient directly(ADHCs,hospice, home health care, personal
care/services), or social services that would be used by the caregiver (legal/financial

services, case management, support groups) in support oftheir caregiving role, but unlike
{

Radina and Barber's study, we excluded usual health services(primary care, hospital,
etc.). As with Radina and Barber, acculturation ofthe caregiver, rather than the care
I

recipients, was measured on the assumption that family caregivers typically navigate
services on behalf oftheir dependent elder relative. As Villa and Aranda(2000)report,
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older Latinos tend to be reliant on publicly-funded programs such as Medicare and
Medicaid. However, Medicaid takes into consideration the income ofthe caregiver when

determining a care recipients' eligibility when they live together. Thus, care recipients
with acculturated family members(with presumablyJiigher incomes) may be excluded

from eligibility. Given the significance of health insurance coverage as a determinant of
long-term care use, as found in this study, access to Medicaid in particular may be an
important bridge to needed respite care that should be further explored.

B. Strengths and Limitations of the Study

A possible strength ofthis study is the method used to measure long-term care
service use. Long-term care services vary so widely in their scope and nature that it must
be accounted for in its measurement. By having experts rank long-term care services

according to their level ofinvolvement, the outcome variable oflong-term care service
use may be a more reliable measure of overall service use. Ideally, predictors oflongterm care service use should be examined individually for each service tj'pe because

different services may have different barriers, such as specific eligibility requirements,
cost, availability, or insurance coverage.
The greatest strength of this study is the use of specific constructs, such as

familism and gender roles, in addition to acculturation. An alternative approach to
studying acculturation is the explicit assessment of cultural values associated with

acculturation (Berry, 2003; Betancourt & Lopez, 1993), as this produces stronger
explanatory models and helps determine the extent of acculturation in those culturally
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based dimensions. As hypothesized, caregivers' tendency toward familism was a
significant predictor oflong-term care service use.

Cross-sectional studies can investigate the relationships among a number of
variables, but cannot provide evidence for causality. Since they provide only a snapshot

ofthe problem, this study cannot capture changes in the caregivers' role or the health of

the care recipient over time that might influence responses to key questions in this study.
All data collected in the proposed study were by self-report questionnaires that carry the

potential for response bias and systematic errors. However, interviewers were trained on
how to reduce biases in soliciting responses to the survey.
The self-selection ofindividuals into this study is a major threat to external

validity, as it restricts the generalization of results to other populations. Also,the small

sample size ofthe study may limit tiie confidence ofthe generality of conclusions
derived. Alternative methods also pose limitations, such as cost, time, and a lack of
available listings from which to systematically draw a sample. In addition, minority
caregivers are more difficult to locate and recruit than their White counterparts.

However, a less explicit intent ofthis study was to examine the reasons why MexicanAmerican caregivers underutilize these services. Thus, a greater emphasis was made
through grassroots outreach to recruit caregivers in non-health service settings, such as

grocery stores and mobile home parks. Consequently, this sample represents a larger
number ofeconomically disadvantaged and low acculturated caregivers not typically
studied in research, which allows for a closer examination of why long-term care use is
underutilized, as it is often associated with access barriers to services.
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C. Application to Health Education

The growing ethnic diversity of older Americans(Johnson & Tripp-Reimer,

2001) has brought greater attention to the challenges of health professionals in meeting
the needs of minority elders. The monetary equivalence of work by caregivers has been
estimated at $257 billion in contributions made in unpaid services and support by family

caregivers(Feinberg & Newman,2004). Hence, it is not surprising that agencies such as
the AARP, Agency on Aging, and the National Alliance on Caregiving have recognized
the important role of caregivers and have irnplemented national support programs in
response to the growing needs of caregivers.

Findings from this study suggest that while traditional values about caring for
aging relatives remains strong in Mexican-American families, access to health insurance

and knowledge about services are more important factors influencing caregivers' decision
to seek out and use long-term care. However,familism, gender roles, and religiosity

appear to be strong indicators of caregiver burden that should be taken into consideration
when addressing caregivers' well-being. As the aging population increases, more health
educators will find themselves working in the field of gerontology. Health educators will

be key liaisons for bumed out caregivers in search ofrespitfe care, or assist caregivers in
navigating the complex system oflong-term care services.

D. Recommendations

Health and social service providers oflong-term care services should be cognizant

that contrary to popular belief, most Mexican-American family caregivers are caring for
an aging relative in isolation, without the help of other family or friends. These
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caregivers are less likely to access services than those surrounded by a larger support

network offamily and friends. It is possible that family and friends may provide
knowledge about resources and facilitate access to long-term care services. For

caregivers unable to get out ofthe home, other family members may help with
babysitting children or transportation. Considering the power of knowledge about
services and having a physician's referral in predicting long-term care use, service

providers must improve marketing and education about their programs to the Latino
community, paying particular attention to caregivers without any family support.
y

,

•

Educating primary care physicians about community care options,for example, might be
an important avenue for increasing physician referrals to long-term care services.
Since Medicaid is one ofthe biggest insurers oflong-term care for Latino elderly,
further research should examine differences in the eligibility for Medicaid between

caregivers residing alone and those residing with a caregiver. Cultural preferences and
familism may be driving caregivers to live with aging relatives, but punitive Medicaid
eligibility requirements may be excluding them, particularly when aging relatives reside
with middle-income acculturated caregivers. Medicaid ineligibility, in the absence of
health insurance, may be one ofthe most important barriers to long-term care use.
The number ofreported and unreported cases of elder abuse that surfaced during

the course ofthis study should serve as an impetus to improve awareness about services

offered through Adult Protective Services. Much more needs to be done to educate
residents of San Diego County about what qualifies as elder abuse, the process for

reporting it, and reinforce the confidentiality aspect ofreporting. Furthermore, with a
greater number of Latino and non-Latino families becoming dispersed throughout the
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state and the nation, reporting abuse is likely to become, if it is not already, an issue best
tackled with the cooperation of multiple jurisdictions. Thus,information given to
caregivers regarding reporting elder abuse may need to include phone numbers for areas
across the state.
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Are you a caregiver to an older relative?
Mexican-American Caregiver Study(MACS)
Why should I participate in MACS?
Caregivers make many sacrifices to care for their
elders at home, which sometimes iead to their

poorer physical and mental health. However,
Latinos don't always use community services that
could help them relieve some of the stress and
burden of caregiving.
This study will examine the factors that influence
caregivers' use of these services. Your
participation will help us assess the needs of
caregivers like yourself and help us improve
services offered throughout San Diego County.

ftiii
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m

Who is eligible?
•Mexican-American or of Mexican descent.

•Male or female age 21 or older,
•Resident of San Diego County.
•Has been providing care to a spouse or relative age 50 years
or older for at least 12 moriths.

•Provides care with daily activities, such as bathing, dressing,
eating, managing finances, transportation, etc.

What will be asked of me?

• Interview of approximately one hour, in your home or other convenient location.
• You will be asked questions about your perceptions about your overall health, your
experience as a caregiver, and attitudes about long-term care services.
• You will receive a $10 gift certificate from Wal-mart, educational materials for caregivers, a
resource booklet, and referrals to community services.

If you are interested in learning more about the study or would like to
participate, please contact Angelica P. Herrera at (619)417 - 7735 (cell)
LOMA LINDA UNIVERSITY
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Cuida usted a un pariente anciano?
Mexican-American Caregiver Study(MACS)
(Estudio de Cuidadores Mexico-Americanos)

^Porqiie debo ser parte del Estudio MACS?
Los cuidadores de personas de edad avanzada
hacen sacrificlos diaries ai ayudar a sus famiiiares de
edad mayor, el cual hace que muchas veces se afecte
su saiud fisica y mentai. Per varias razones, los
Latinos no utilizamos servicios que nos pueden
ayudar en este proceso.
Ei estudio examinara los factores que influyen en ei
use de los distintos servicios, Su participacion ayudara

*ll#
»i
ififi

a identificar ias necesidades de cuidadores como

usted y a mejorar los servicios que se les ofrece en ei
condado de San Diego.

isi

^Quien es elegible para partlclpar en el Estudio MACS?
Mexico-Americano o de descendencia Mexicana.

Hombre o mujer de 21 anos o mas.
Residents dei condado de San Diego.
Haber cuidado a su esposo o familiar de 50 anos o mas durante
los ultimos 12 meses.

Haber ayudado a la persona mayor con actividades como
banarse, vertirse, comer, manejo de finanzas, transportacion. etc.

^En que conslste el Estudio MACS?
Una entrevista de aproximadamente una hora en su hogar u otro sitio
conveniente.

Se le hara preguntas acerca de su salud, sus experiencias como cuidador/a,
como percibe su cargo, y sus actitudes hacia los servicios de iargo plazo.

AI participar usted recibira un certificado con valor de $10 de Wal-mart,
materiales educativos para cuidadores, y remites a recursos comunitarios.

SI le gustaria aprender mas sobre el estudio o Inscrlblrse, Name a
Angelica P. Herrera al (619)417 - 7735 (celular)
UNIVERSIDAD DE LOMA LINDA
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Interviewer Initials:

Mexican-American Caregiver Study

A. CAREGIVER RELATIONSHIP TO CARE RECIPIENT

1. How is the person that you provide care for related to you?

□i Spouse

Q2 Mother

^3 Father

^4 In-law

^5 Other

2. Do you live with the person you provide care for? Oi YQs[Skip to #4] [U2 No
3. a. Is your spouse/relative currently living in a nursing home, assisted living community, or other

similar facility? 01 Yes

[II2 No [Skip to #4]

b. How long has your spouse/relative lived in this facility?

(mos)/

(yrs)

4. Do you share at least///4LF of the caregiving tasks with anyone else? [Does not include care
provided by paid caregivers in a facility]

rii No,Ido mostly everything alone
□2 Yes, a sibling, child, or spouse
Ob Yes, with another relative
[ZIa Yes, with a friend

B. FUNCTIONAL STATUS

5. Has the person you care for ever been diagnosed by a physician to have any form of dementia,
including Alzheimer's?

Qi Yes

[I]2 No

6. What health problems affect the person you care for?

[Hi Diabetes
[H2 Heart disease
[Hb Asthma
□4 Arthritis

Os Kidney disease
[He Stroke
[H7 Cancer: (please specify):
[Hs Other: (please specify):

.

For the next set of questions, please think about what the person you carefor is able to do on
his or her own and what he or she may need your assistance with when answering,
7. Instrumental Activities of Dailv Living

a. Ability to use telephone.

[Hi Operates telephone under his or her own initiative, looks up and dials
numbers

I U Dials a few well known numbers

[Hs Picks up the phone but cannot dial
\~~]a Cannot use telephone at all
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b. Ability to do shopping

r~li Takes care of all shopping needs on his or her own
f~1-> Independently does shopping for small purchases

r~li Nee^ to be accompanied to do shopping
O4 Is unable to do shopping
c. Ability to prepare food

/

r~li Prepares and serves adequate meals independently
I I-) Prepares adequate meals ifingredients are supplied
I li Heats,serves and prepares meals or prepares meals but does not follow a
certain diet

□4 Needs somebody to prepare and serve his or her meals
d. Ability to do housekeeping
r~li Maintains his or her house alone or with occasional assistance

I I? Performs light daily tasks (washes dishes, makes bed)
I Performs simple tasks but cannot maintain house at an acceptable level of
cleanliness

□4 Needs help to perform all home maintenance tasks
r~1s Does not participate in any housekeeping tasks
e. Ability to do laundry

Qi Does all personal laundry
[~1? Launders small items

I 1^ All laundry must be done by others
f; Ability to use a mode of transportation

Oi Uses independently public transportation or drives his or her own car
r~l? Arranges own travel in taxi but cannot uses public transportation
I 1^ Uses public transportation only if he or she is accompanied by another
I Id Uses his or her car or a taxi with assistance of another

Os Does not travel at all
g. Ability to take medication

CHi Is responsible for taking his or her drugs in correct dosages at correct ti

Q2 Is responsible for medication if it is prepared in advance in the correct
dosage

I li Is unable to take his or her medication independently
h. Ability to handle finances

rii Manages his or her financial matters independently (budget, checks, pays
bills etc.)

r~1^ Manages his or her daily purchases, but sometimes needs help with

banking and making major purchases (he may forget to pay bills, to
balance his check book...)

[J3 Is unable to handle money
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8. Activities of Daily Living

a. Bathing:

'

Bathes self completely or needs help in bathing only a single part of the
body such as the back, genital area or disabled extremity.

□2 Needs help with bathing more than one part of the body, getting in or out of
the tub or shower.

□3 Requires total bathing.

>

b. Dressing:
Gets clothes from closets and drawers and puts on clothes and outer

garments complete with fasteners. May have help tying shoes.

□2 Needs help with dressing self or needs to be completely dressed.
c. Toileting:

n. Goes to toilet, gets on and off, arranges clothes, cleans genital area without
help.

□2 Needs help transferring to the toilet, cleaning self or uses bedpan or
commode.

d. Transfer:

Moves in and out of bed or chair unassisted. Mechanical transferring aides
are acceptable.

□2 Needs help transferring to the toilet, cleaning self or uses bedpan or
commode.

e. Continence:

v

,

□I Exercises complete self control over urination and defecation.
I I? Is partially or totally incontinent of bowel or bladder.
f. Feeding:

Gets food from plate into mouth without help. Preparation of food may be
done by another person.

I I7 Needs partial or total help with feeding.
C. PERCEIVED CAREGIVER BURDEN

The next set ofquestions will help us determine how your role as a caregiver has affected

your life. Please tell me how often each of thefollowing statement is truefor you. You may

refer to the scale infront ofyou and respond with anywherefrom a
for **never'' up to a
''4 "for ''nearly always or anything in between. [Refer caregiver to appropriate scale]

Never

Rarely

Sometimes

0

1

2
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frequently

Nearly
always

3

4

Quite

Answer

9. Do you feel...

a. That because ofthe time you spend with the person you care for
that you do not have enough time for yourself?
b. Stressed between caring for the person you care for and trying to
meet other responsibilities(worWfamily)?
c. Angry when you are around the person you care for?

d. That the person you care for currently affects your relationship
with farnily members or friends in a negative way?
e. Strained when you are around the person you care for?
f. That your health has suffered beeause of your involvement with
the person you care for?

g. That you do not have as much privacy as you would like because
of the person you care for?
h. That you social life has suffered because you are caring for the
person you care for?
,(

i.

That you have lost control of your life since the person you care
for was struck with illness?

D. LONG-TERM CARE SERVICE USE

Many people believe that long-term care refers only to nursing homes or otherforms of
institutionalizationfor older persons with chronic illnesses or disabilities. Infact, longterm services also include programs that are provided in the community or even your
own home. During your time as a caregiver, you may have used some ofthese services,
[Refer caregiver to appropriate scale]After Iread each type ofservice, please tell me
how often you have used it in the vast year, by responding with either "never",
"occasionally", or "very often ", Ifthe service was not needed during that time, simply
answer with "not needed".

Never
0

10a. Home health eare
(

Medical services provided in the home,
The level ofcare depends on the needs
ofeach person,
b.Had you heard of this service before
today?

□, Yes

nNo
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Occasionally
1

Very

Not

often

needed

2

3

11a. Nutrition centers

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

Meals provided in a group settingfor
free or reducedfee. Usually in church
setting or other community sites^.

b.Had you heard of this service before
today?

□, Yes

DzNo

12a, Adult day care
Care receivers who do not require
nursing home care, but cannot be left
alone, are dropped off at adult day
centers during weekdaysfor several
hours. This provides caregivers with
respite while they are at work or
elsewhere. Centers provide everything
from social activities and meals, to
more intensive health services.

b. Had you heard of this service before
today?

□lYes

02 No

13 a. Home meal delivery programs
Meals delivered to your home, usually
during the weekdays. Thefee varies
according to an individual's ability to
pay.

b. Had you heard of this service before
today?

Oi Yes

^2 No

14a. Caregiver support groups
Brings caregivers together to share
information about their experiences
and discuss practical solutions to

common problems. Some support
groups are specific for Alzheimer's and
others are online via the Internet.

b. Had you heard of this service before
today?

□i Yes

Dz No

15a. Case management
Case managers help assess your
caregiving needs, locating and
coordinating services, and determining
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eligibilityfor other services. Persons
who meet special eligibility
requirements can receivefree or lowcost case management through state or
county programs, or through social
service agencies (i.e. Catholic
Charities, Casa de Seryicios).
b..Had you heard of this service before
today?

□, Yes

QNo

16a. Transportation services

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

Some agencies providefree or lowjcost
transportationfor persons with
disabilities, and who may require
access to wheelchair accessible vans.

Transportation is providedfor medical
and non-medical visits.

b. Had you heard of this service before
today?

Oi Yes

[III2N0

17a. Homemaker services

Assistance with cooking, housekeeping,
and other household activities and
chores.

b. Had you heard of this service before
today?

□, Yes

DzNo

18a. Interpreter services
Some organizations offer bilingual
interpreters to accompany care

receivers and/or their caregivers to
medical and other appointments.

b. Had you heard of this service before
today?

□,Yes

DzNo

19a. Legal and financial counseling
Some agencies offer assistance with
managingfinances or legal affairsfor
you and the person you carefor, or
provide appropriate referrals.
b. Had you heard of this service before
today?

□1 Yes

02 No
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2

1

0

20a. Hospice care

3

A hospice care team provides physical
and emotional support to individuals
who are terminally ill. They also help
control symptoms and pain related to
the illness. Care is provided aroundthe-clock at your home or through
scheduled appointments.
b. Had you heard ofthis service before
today?

□lYes

Da No

21. Have you ever received a referral from your care recipient's doctor to any of these services?
□lYes DiNo
E. PERCEPTIONS ABOUT LONG-TERM CARE SERVICE USE

The next group of questions will help us learn about how you view long-term care
services and otherfactors that might influence your decision to use them. [Refer
caregiver to appropriate scale] AfterIread each statement, please tell me how true that
statement using the answer options on the scale infront ofyou: "Agree "Disagree
"Not sure or "N/A - not applicable
Agree

Disagree

0

1

Not sure

N/A

^ 2

3
Answer

Statement

22. Iwould consider participating in some long-term care services ifI
knew more about how they could help me.
23. Iknow who to contact or where to call to find out more

information about long-term care services.

24. Participating in some long-term care services would make my life
a little easier.

25. Ido not bother with long-term care services because we probably
cannot afford them.

26. I(would) trust staff at long-term care programs to take as good of
my relative as 1 do.

27. Iwould consider long-term care services, such as assistance with
transportation and meals, ONLY as a last resort.
28. 1 worry that longer term care programs and services know how to
work only with people who speak English well.
29. 1 am confident thatIcan recognize the early signs and symptoms
of dementia.

30. Ihave a friend or relative who currently uses some form of longterm care service.
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31. Iflong-term care programs or services were located close to my
home,I would consider using them.
F. CAREGIVER HEALTH

The next set ofquestions asksfor your views about your health. For each ofthefollowing
questions, please indicate which option best describes your answer.
32. General Health

a.

Overall, how would you rate your health during the past 4 weeks?

I li Very Poor I I? Poor I 1^ Fair [I]4 Good I Is Verv Good
b.

Excellent

During the past 4 weeks, how much did physical health problems limit your usual
physical activities(such as walking or climbing stairs)?

HHi Not at all [U2 Very little [Us Somewhat [II4 Quite a lot Os Could not do
physical activities

c.

During the past 4 weeks, how much difficulty did you have doing your daily work, both
at home abd away from home, because of your physical health?

Oi None at all O2 A little bit Qs Some ^4 Quite a lot Qs Could not do daily
work

d. How much bodily pain have you had during the past 4 weeks?

Di None ^2 Very mild Da Mild D4 Moderate Qs Severe Ds Very severe
e.

During the past 4 weeks,how much energy did you have?

□1 None ^2 A little . Qs Some ^4 Quite a lot Ds Very much
f.

During the past 4 weeks, how much did your physical health or emotional problems
limit your usual social activities with family or friends?

rii Not at all 02 Very little O3 Somewhat O4 Quite a lot Ds Could not do
social activities

g.

During the past 4 weeks, how much have you been bothered by emotional problems
(such as feeling anxious, depressed or irritable)?

□1 Not at all ^2 Slightly ^3 Moderately ^4 Quite a lot Os Extremely
h.

During the past 4 weeks, how much did personal or emotional problems keep you from
doing your usual work, school or other daily activities?

Qi Not at all O2 Very little IIII3 Somewhat [I]4 Quite a lot [Us Could not do

daily activities
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33. Depression

In this next section, think,about how often you experienced the moods or symptoms listed in each
section during the oast week. When answering, please consider the scale infront ofyou and
respond with "rarely or none ofthe time", "some or a little ofthe time", "occasionally or a
moderate amount oftime" or "most or all ofthe time".[Refer caregiver to appropriate scale]

Rarely or None

Occasionally or a

of time

Some or a little of

(less than 1
day)

(l-2dys)

the time

0

time
of the time

(3-4dys)
2

1

How often did you experience each of the following moods or
symptoms durins the vast week?
a. I was bothered by things that usually do not bother me.
b. I had trouble keeping my mind on what I was doing.

c. I felt depressed.
d. I felt that everything I did was an effort.

e. I felt hopeful about the future.
f.

I felt fearful.

g. My sleep was restless.
h. I was happy.
i.

I felt lonely.

j.

I could not get "going".

G. RELIGIOUS AND SPIRITUAL COPING

34. What is your religious affiliation, if any?

^

Most or all of the

moderate amount

CD I Roman Catholic
I !•> Protestant(please specify):
□3 Other Christian (please specify):

Other non-Christian (please specify):
I Is Not affiliated
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(5-7dys)
3

Answer

Think about how you try to understand and deal with major problems in your life. To what extent
is each involved in the way you cope?
Not at all

Somewhat

Quite a bit

A great deal

1

2

3

4

35. Positive and ]Negative Coping - Question

Answer

a. I think about how my life is part of a larger spiritual force.

b. I work together with God as partners to get through hard times.
c. I look to God for strength, support, and guidance in crises.
d. I feel that stressful situations are God's way of punishing me for my sins
or lack ofspirituality.
e.

I wonder whether God has abandoned me.

f. I try to make sense ofthe situation and decide what to do without relying
on God.

36. Think about how your religious beliefs influence your daily life. [Refer caregiver to
appropriate scale] ,
o

(D

g Tj
a

:S. %
<D

<D
O

Cd

a
O

a. How often do you attend phurch or
other religious meetings?

C/3

C/5

(D

(D

■^1
gi

1

b. How often do you spend time in
private religious activities, such as
prayer, meditation, or Bible study?

(D

cd ^
C

2

4

5

6

2

4

5

6

(D

S o
<D 3

Q B

c. In my life,Iexperience the presence of i
the Divine (i.e., God).
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1

<D

o

The next section contains three statements about religious belief or experience. Please
indicate the extent to which each statement is true or not truefor you.
. <D 6

>

<D
O

c

O

cd

cd
(D

JOi

3 (D

^ 2

CO

a

CO

(D

H

H

II
^« o
Q «

d. My religious beliefs are what really
lies behind my whole approach to life.

e. I try hard to carry my religion over
into all other dealings in life.

H. ACCULTURATION

37. What language do you speak?

[~|i Spanish only 1""]? Mostly Spanish,some English I l^i Spanish and English about
equally (bilingual)^4 Mostly English, some Spanish [Us English only
38. What language do you prefer?

r~li Spanish only Qa Mostly Spanish, some English Os Spanish and English about
equally (bilingual)04 Mostly English, some Spanish Qj English only
39. How do you identify yourself?

I li Mexican O2 Chicano O3 Mexican-American O4 Spanish American, Latin

American, Hispanic American, American Os Anglo American or other
40. What is your music preference?

Oi Spanish only O2 Mostly Spanish O3 Equally Spanish and English O4 Mostly
English O5 English only
41. What is your TV viewing preference?

r~1i Only programs in Spanish O2 Mostly program in Spanish O3 Equally Spanish and
English programs O4 Mostly programs in English Os Only programs in English
42. Where were you raised?

Oi In Mexico only O2 Mostly in Mexico,some in U.S. O3 Equally in U.S. and
Mexico O4 Mostly in U.S., some in Mexico Os In U.S. only
43. What contact have you had with Mexico?

Oi Raised for I year of more in Mexico O2 Lived for less than I year in Mexico
O3 Occasional visits to Mexico O4 Occasional communication (letters, phone calls,
etc.) with people in Mexico Os No exposure or communications with people in Mexico
44. In what language do you think?
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□i Only in Spanish ^2 Mostly in Spanish Os Equally in Spanish and English
□4 Mostly in English Qs Only in English
45. a. Can you read Spanish?

□i Yes Q No
b. Can you read English?

□1 Yes Hi No

c. What do you read better?

□1 Iread only in Spanish ^2 Iread Spanish better than English O3 Iread both

Spanish and English equally well ^4 Iread English better than Spanish Qs Iread only
English

, 46. a. Can you write in English?

Oi Yes ^2 No

b. Can you write in Spanish?

□1 Yes ^2 No
c. What do you write better?

Iwrite only in Spanish [II2 Iwrite Spanish better than English [Us Iwrite both
Spanish and English equally well [I]4 Iwrite English better than Spanish O5 Iwrite
only English

I.

FAMILISM

The next set of questions concern your relationship with your family and how you view their
presence in your life. [Refer caregiver to appropriate scale]AfterIread each statement,
please indicate, on a scale of1 to 10, how strongly you agree or disagree with that statement
(or to what extent youfeel that statement applies to you). A "1" means you strongly disagree;
a "10" means you strongly agree.

Strongly
Disagree
1

Neutral

Strongly
Agree

^
2

3

4

S

6

7

8

9

49. Degree of familism - Statement

10

Score

a. Children should always help their parents with the support of younger
brothers and sisters, for example, help them with homework, help the
parents take care of the children, and so forth.
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b. The family should control the behavior of children younger than 18.
c. A person should cherish the time spent with his or herjelatives.
d. A person should live near his or her parents and spend time with them
on a regular basis.

e. A person should always support members of the extended family,for
example, aunts, uncles, and in-laws, ifthey are in need even if it is a
big sacrifice.

f. A person should rely on his or her family ifthe need arises.
g. A person should feel ashamed if something he or she does dishonors
the family name.

h. Children should help out around the house without expecting an
allowance.
1

■

.

•

i. Parents and grandparents should be treated with great respect
regardless of their differences in views.

j.

A person should often do activities with his or her immediate and
extended families, for example, eat meals, play games, or go
somewhere together.

k. Aging parents should live with their relatives.

1.

A person should always be expected to defend his or her family's
honor no matter what the cost.

m. Children younger than 18 should give almost all their eamings to their
parents.

n. Children should live with their parents until they get married.

0. Children should obey their parents without question even ifthey
.believe they are wrong.

p. A person should help his or her elderly parents in times of need,for
example, helping financially or sharing a house.

q. A person should be a good person for the sake of his or her family.
r.

A person should respect his or her older brothers and sisters regardless
of their differences in views.
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J. GENDER ROLES

[Refer caregiver to appropriate scale]
Disagree

Neutral

Agree

N/A

2

3

4

6

Extent of adherence(or pressure to adhere)to traditional gender
roles

'

50. Women have a greater obligation to care for their elders
compared to men.

51. I(would)feel comfortable providing personal assistance
(bathing, etc.)to a family member of the opposite sex other
than my spouse)

'

52. I sense an obligation to provide care to my relative because of
all the help they have given me with my children.

53. The task of caring for an aging or disabled relative comes more
naturally to women.

54. The task of caring for an aging or disabled relative is more
fitting for a woman.

55. I would feel guilty ifI did not offer to care for an aging relative
in need.

56. The other members of my family assume that the women in my
family will take on the task of caring for our aging parents or
relatives.
K.

SOCIODEMOGRAPHIC

57. What is your gender?

Oi Male

\Z\2 Female

58. What is your marital status?

r~li Single, never married

[~1a Divorced/Separated

ri-) Married

IIII5 Widowed

r~l^ Not married, but living with a partner
59. What is your monthly household income?

□,< $700
□2 $700 - $1,099
Q $1,100-$1,499
□4 $1,500 - $1,899

Ds $1,900 - $2,199
De $2,200 - $2,599
$2,600 or more

60. Which best describes your residency status?
I li U. S. citizen

I I? permanent legal resident (green card)
l~l^ legal work permit

148

r~l^ non-immigrant visa
Os undocumented

Answer

61. Which best describes the residency status ofthe person vou care forl

□i U. S. citizen
□2 permanent legal resident (green card)
ri-t legal work permit
(

^4 non-immigrant visa
CUs undocumented

, ■

62. Are you currently employed?

□1 yes
n? no, homemaker fSkip to M4J

'

no. unemployed fSkio to #641

I I4 no. retired [Skip to #64]
□5 no, disabled [Skip to #64]

63. If you are currently working, how many hours per week do you work on average?

rii less than 10 hours
□2 10 - 29 hours

Qs 30 - 40 hours
[il4 > 40 hours

64: If yes, which of the following best describes the insurance status of the person you care for?
I~li Health Maintenance Organization (HMO)

l~l? Preferred Provider Organization (PPO) or Point of Service (PCS)
□3 Veteran's Benefits

O4 MediCal only

I Is Medicare A only

die Medicare A and B, no supplements

rn? Medicare and MediCal
I Is Medicare HMO

I lo Medicare and other supplemental insurance (ex. Medicare + Choice)
r~lin Self-pav/No health insurance
r~lii Discounted services

' Ou CMS (County Medical Services)
65. What is the highest education level you have completed?

r~]i Fifth grade or less (elementary school)
n? Sixth to eighth grade (middle or junior high school)
I 1^ Ninth to eleventh grade (some high school but no degree)
I I4 High school graduate (including GED)
□5 Vocational training
r~]fi Some college or university (including associate degree)
r~l-7 Bachelor's degree or higher

66. How many siblings do you have? Qi Brothers:
67. Caregiver age?
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Oz Sisters:

Iniciales del Entrevistador/a:

Mexican-American Caregiver Study
SPANISH VERSION

A. RELACI6N ENTRE EL CUIDADOR Y LA PERSONA A CUIDAR

1. ^Que parentesco tiene la persona que cuida con respeto a usted?

Qi Esposo/a nzMama

Qb Papa

2. iVive con la persona que cuida?

^4 Suegro/a

OsOtro

Si [Pose al #4] ^2 No

3. a. iSu conyuge/pariente se encuentra actualmente viviendo en alguna casa de
convalecencia, asilo 0 instalacion similar?

) Di Si

02 No [Pase al #4]

b. ^Por cuanto tiempo ha vivido su pariente en esa instalacion?

(meses)/

(ahos)

4. iUsted comparte al menos la MITAD de sus responsabilidades como cuidador/a con
otra persona? [No incluye el cuidado dado par personal pagado en alguna instalacion].
□1 No, yo hago casi todo solo/a
□2 Si, con un hermano/a, hijo/a, 0 esposo/a
□3 Si, con otro/a pariente
□4 Si, con un/a amigo/a
B. ESTADO FUNCIONAL

5. iAlguna vez un medico le diagnostico a la persona que cuida alguna forma de
demencia, incluida la enfermedad de Alzheimer?

□1 Si

□2 No

6. iDe que problemas de salud sufre la persona que cuida?

□1 Diabetes
□2 Enfermedad coronaria
□3 Asma
□4 Artritis

Ds Enfermedad renal
Qe Accidente cerebro vascular
Cancer: (por favor especifique):
Qs Otro: (por favor especifique):

Al contestar las siguientes preguntas, por favor tome en cuenta cuales son las actividades
que la persona que usted cuida es capaz de hacer por si misma y en cuales requiere de su
ayuda.
7. Actividades necesarias de la vida cotidiana

a. Es capaz para usar el telefono.

□1 Utiliza el telefono por iniciativa propia, consulta los numeros y los marca
sin ayuda

□2 Marca algunos numeros que conoce de memoria
□3 Levanta el auricular, pero no puede marcar

□4 No puede usar el telefono para nada
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b. Es capaz de hacer compras

□1 Se ocupa de las compras per si mismo
□2 Hace compras menores de manera independiente
□3 Necesita que le acompafien a hacer las compras
□4 No puede hacer las compras por si mismo

c. Es capaz de preparar la comlda
'
□i Prepara y sirve las comidas correspondlentes de manera
independiente

□2 Prepara las comidas correspondientes si tiene los ingredientes
□3 Calienta, sirve y prepara las comidas o prepara las comidas pero no
sigue ninguna dieta especffica
□4 Necesita que alguien le prepare y sirva las comidas
d. Es capaz de hacer las tareas domesticas
□1 Hace el mantenimiento de su casa con ayuda ocasional
□2 Lleva a cabo tareas cotidianas livianas (lava los platos, tiende la
cama)

□3 Lleva a cabo tareas simples, pero no puede mantener la casa en
condiciones aceptables de limpieza

□4 Precisa ayuda para llevar a cabo todas las tareas de mantenimiento
de la casa

□5 No participa de ninguna tarea domestica
e. Es capaz de lavar la ropa

□1 Lava toda su ropa
□2 Lava solamente prendas pequehas
□3 Otra persona debe lavarle la ropa

f. Es capaz de trasladarse usando algun medio de transporte

□1 Utiliza medios de transporte publicos de manera independiente o
conduce su propio carro

□2 Puede viajar en taxi por si mismo, pero no puede utilizer medios de
transporte publicos

-

□3 Utiliza medios de transporte publicos solamente si esta
acompanado/a de otra persona
□4 Utiliza su carro o viaja en taxi con la ayuda de otra persona
Ds No viaja
g. Es capaz de tomar medicamentos

□1 Es responsable de tomar su medicacion a las horas
correspondientes y con las dosis correctas

□2 Es responsable de tomar su medicacion si alguien le prepara la
dosis correcta con anticipacion

□3 No es capaz de tomar su medicacion de forma independiente
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h. Es capaz de administrar las finanzas personates
Maneja sus asuntos financieros de manera independiente
(presupuesto, cheques, page del alquiler, page de cuentas, etc.)

□2 Maneja las compras diarias, pero a veces precisa ayuda para Ids
asuntos bancarios y para realizar compras importantes (es posible
que se plvide de pagar las cuentas, de hacer cuadrar las cuentas,

etc.)

□3 No es capaz de manejar dinero
8. Actividades de la vida cotidiana
a. Baho:

□1 Se bana solo por completo 0 necesita ayuda para lavar solamente
una parte de su cuerpo, como ser la espalda, los genitales o una
extremidad incapacitada.

□2 Precisa ayuda para lavarse mas de una parte del cuerpo 0 para salir
o entrar de la bafiera o ducha.

□3 Precisa que otra persona lo bane por completo.
b. Vestimenta:

□1 Elige prendas de los armarios y cajones, se viste y se sube los
zippers por sf mismo. Podrfa precisar ayuda para amarrar las
cintas de los zapatos.

□2 Precisa ayuda para^vestirse o necesita que otra ^^rsona lo vista por
completo.

c. Utilizacion del sanitario:

□1 Va al baho, se sienta en el sanitario y se para, se arregla la topa, se
limpia los genitales sin ayuda.

□2 Precisa ayuda para trasladarse hasta el baho, para limpiarse o
utiliza una chata 0 silla con orinal.

'

d. Traslado:

□1 Se traslada desde y hacia la cama 0 silla sin ayuda. El traslado
mecanico asistido es aceptable.

□2 Precisa ayuda para trasladarse hasta el baho, para limpiarse o
'

utiliza una chata 0 silla con orinal.

e. Incontinencia:

,

□1 Tiene total control de los esffnteres de la orina y la defecacion.
□2 Tiene incontinencia parcial o total del intestine 0 la vejiga.

f. Alimentacion;

□1 Se lleva la comida del plato a la boca sin ayuda. Puede que la
preparacion de la comida este a cargo de otra persona.
□2 Precisa ayuda parcial o total para alimentarse.
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L. CARGA PERCIBIDA POR EL CUIDADOR

Las siguienteS preguntas nos ayudardn a establecer en que grado su papel como
cuidador ha afectado su vida. Par favor digame con que frecuencia cada una de las
siguientes afirmaciones es verdadera en su caso. Puede usar la escala dada y
responder con un rango que va desde "0" para "nunca" hasta "4" para "casi
siempre", o utilizar los rangos intermedhs. [Remita al cuidador a la escala
indicada]

Nunca

Casi nunca

A veces

1

2

0

Bastante

Casi

segUido

siempre

3

4

Respuesta

9. ^Listed siente...

j. Que debido al tiempo que le dedica a la persona que cuida, usted
no tiene tiempo para si mismo?
k. Que se estresa al tener que cuidar a esa persona y tratar de cumplir
con otras responsabilidades (trabajo/familia)?
I. Que se enoja cuando se encuentra cerca de la persona que cuida?
m, Que, a menudo, la persona que cuida afecta de manera negativa su
relacion con miembros de su familia o amigos?

n. Tension cuando se encuentra cerca de la persona que cuida?
0. Que su salud se ha visto afectada debido a lo involucrado que esta
' con la persona que cuida?

p. Que no tiene toda la privacidad que le gustaria debido a la persona
que cuida?

q. Que su vida social se ha visto afectada por cuidar a esa persona?

r. Que ha perdido control de su vida desde qUe la persona que cuida se
enfermo?
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M. USO DEL SERVIGIO DE CUIDADO A LARGO PLAZO

Mucha gente cree que el cuidado a largo plaza se refiere solamente a asilos a a otros
tipos de fnstitudones para la tercera edad con enfermedades crdnicas o
discapacidades. De hecho, los servicios a largo plazo incluyen programas que se
brindan en la comunidad e incluso en su propio hogar. Mientras fue cuidador, puede

haber usado alguno de estos servicios.[Remita al cuidador a la escala indicada].
Luego de que le lea cada tipo de servicio, par favor digame con que frecuencia lo
utilizo el ano pasado respondiendo con "nunca", "ocasionalmente" o "muy a menudo".
Si no precise utilizar el servicio, simplemente conteste "no fue necesario".
Nunca

Servicios medicos brindados en el hogar.
El nivel de atencion depende de las
necesidades de cada persona.

c.iConocfa este servicio antes de hoy?

DzNo

11a. Centros de nutricion

Comidas que se sirven en un entorno de
grupo, de manera gratuita oa un costo
muy bajo. Normalmente el lugar es una

iglesia o algun otro sitio comunitario.
c.iConocia este servicio antes de hoy?

□iSi'

Muy a

mente

menudo

1

10a. Atencion medica a domicilio

□iSi

Ocasional

DzNo

12a. Cuidado diurno del adulto

Aquellas personas que si bien no
necesltan atencion en residencies

asistida, deben estar acompanadas. Par
ese motivo se las lleva a centros de

cuidado diurno para adultos los dias
hdbiles durante varies horas. Esto le da
un descanso a los cuidadores mientras

estdn trabajando o en algun otro lugar.
Los centros brindan todo tipo de
servicios, desde actividades sociales y
comidas hastd servicios mds intensivos
de salud.

c. iConocia este servicio antes de hoy?
□i Si Dz No
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No fue
necesario

13a. Programas de entrega de comida
a domieilio
Se envian las comidas a domieilio.

Normalmente, entre semana. El costo

varia, sesun la capacidad de pogo de
cada persona.

iConoci'a este servido antes de hoy?

□i Sf

Dz No

14a. Grupos de apoyo para el
cuidador

Reune a los cuidadores para que

comparian informacion sobre sus

vivencias y hablen de soluciones
practices a problemas en comun. Algunos
grupos de apoyo son exclusivamente para
la enfermedad de Alzheimer y se puede
acceder a otros mediante Internet.

iConod'a este servido antes de hoy?
□i Si DzNo
15a. Administradon de cases

Los administradores de casos lo ayudan a
evaluar sus necesidades como cuidador,

ubican y coordinan los servicios y
determinan si cumple con los requisitos
para acceder a otros seryicios. Aquellas
personas que cumplan con los requisitos
especiales pueden acceder a una
administradon del caso gratuita o amuy

bajo costo mediante programas estatales
0 del condado o mediante agendas de
servido social (o sea, Catholic Charities,
Casa de Servicios).
iConocia este servicio antes de hoy?
□i Si Dz No
^

16a. Servicios de transporte
Algunas agendas brindan transporte
gratuito o a muy bajo costo para
personas discapacitadas que tambien
puedan precisar camionetas con acceso
para silla de ruedas. El transporte se
brinda tanto para visitas medicas como
de otra indole.

^Conocia este servido antes de hoy?
□i Si Dz No
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1

0

17a. Servicios de empleada

2

3

2

3

domestica

Ayuda con la cocina, las tareas
domesticas y otras actividades y
trdmites del hogar.
^Conocia este servicio antes de hoy?
□i Si Dz No

18a. Servicios de interpretacion

0

V

Algunas organizaciones proveen
interpretes bilingues que acompanan a
las personas a cuidar ylo las cuidadores
a las citas medicas y de otra indole.
iConocia este servicio antes de hoy?
□i Si Dz No

19a. Asesoramiento legal y financiero

0

1

2

3

0

1

2

3

Algunas agendas brindan asistencia para
manejar las finanzas a las asuntos
legales par usted y la persona que cuida
0 para referirlo a donde corresponda.
^Conocia este servicio antes de hoy?
□i Si Dz No

20a. Cuidados para enfermos
terminales

Un equipo de cuidados paliativos les
brinda apoyo a las personas que padecen
de una enfermedad terminal. Ademas,
ayuda a controlar los sintomas y el dolor
asociados con la enfermedad. El cuidado
es de 24 horas al dia en su domicilio o

sino mediante citas programadas.
iConocia este servicio antes de hoy?
□i Si

Dz No

21, iAlguna vez ha recibido una remision a unos de estos servicios del medico que
atiende a la persona que usted cuida?

□i Si OzNo

N. PERCEPCIONES SOBRE EL USO DEL SERVICIO DE CUIDADO A LARGO PLAZO

Las siguientes preguntas nos ayudaran a saber de que forma ve usted las servicios de
cuidado a largo plazo y otros factores que puedan influenciar su decision al momento
de utilizarlos. [Remita al cuidador a la escala indkada]. Luego de que le lea cada
afirmacion, par favor digame que tan verdadera le parece la misma utilizando las
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opdones de respuestd en la escala que tiene frente a usted. "totalmente falso",
"falso en su mayoria", "verdadero en su mayoha", "totalmente verdadero" a "no
apllca"
De Acuerdo

En
Desacuerdo

No Seguro/a

N/A

1

2

3

4

Respuesta

Afirmacion

22. Estaria dispuesto a participar en algunos servlcios de atenclon a
largo plazo si supiera mas de que forma me pueden ayudar.
23. Se a quien contactar o a donde Uamar para averlguar mas sobre
los servlcios de atenclon a largo plazo.
24. El hecho de participar en algun servlcio de atenclon a largo
plazo me haria la vida mas facil.
25. N1 me molesto en averlguar sobre servlcios de atenclon a largo
plazo porque probablemente no podamos pagarlos.
26. Confi'o (confiaria) en que el personal de los programas de
atenclon a largo plazo cuide de mi pariente tan bien como yo o
incluso mejor que yo.
27. Tendria en cuenta los servlcios de atencion a largo plazo, como
la ayuda con el transporte y las comidas SOLAMENTE como
ultimo recuFso.

28. Me preocupa que los programas y servlcios de atencion de largo
plazo no esten preparados para asistir a alguien que no hable
ingles.
29. Estoy seguro de poder reconocer los primeros signos y sintomas
de demencia.

30. Tengo algun amigo o pariente que actualmente utiliza alguno
de los servlcios de atencion a largo plazo:
31. Si los servlcios de atencion a largo plazo estuvieran mas cerca
de mi casa, tendria en cuenta usarlos.
O. SALUD DEL CUIDADOR

Las sisuientes preguntas son acerca de la forma en que usted ve su propia salud. Para
cada una de las siguientes preguntas, par favor indique la opcion que mejor describe
su respuesta.
32. General

a.

En general, icomo se ha sentido de salud durante las ultimas 4 semanas?
Muy mal

□1

Mal

□2

Regular

□3

Bien

□4
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Muy bien

□5

Excelente

□6

b. Durante las ultimas 4 semanas. ique tanto se sintio limitado(a) en sus

^ctividades ffsicas (caminar, subir escaleras), por sus problemas fislcos de
salud?

No pude
hacer

ninguna

Nada

Muy poco

Algo

Mucho

actividad
fisica

□1

02

QS

04

DS

c. Durante las ultimas 4 semanas ^cuanta dificultad tuvo en hacer su trabajo
diario, tanto dentro como fuera de la casa, por sus problemas fisicos de
salud?

No pude
hacer mi

Nada

Un poco

Algo

Mucha

trabajo
diario

□1

02

03

04

QS

d. ^Cuantb dolor fisico ha sentido usted durante las ultimas 4 semanas?
I

Ningun

dolor

□1

■

,

Muy poco

02

■

■

Poco

Moderado

Mucho

Muchisimo

03

UA

DS

06

e. Durante las ultimas 4 semanas. ^cuanta energia tuvo usted?

Nada

□1

Una poca

.

^2

Algo

Mucha

03

04

Muchisima

□5

f. Durante las ultimas 4 semanas. ique tanto disminuyo sus actividades

sociales usuales con sus familiares y amistades por causa de sus problemas
fisicos de salud o de sus problemas emocionales?

Nada

Muy poco

Algo

Mucho

No pude hacer
mis actividades
sociales

□1

02

03
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04

QS

g. Durante las ultimas 4 semanas. ique tanto le han molestado sus problemas
emocionales (tales eomo sentirse ansioso(a),depnmido(a) o irritable)?
Nada

Un poco

□1

□2

Demasiado

Mucho

Mas o menos

□5

□4

□3

Durante las ultimas 4 semanas. ique tanto le impidieron sus problemas
personales o emocionales hacer su trabajo usual, ponerse a estudiar o
hacer otras actividades diarias?

No pude hacer
Nada

Algo

Muy poco

Mucho

mis actividades

diarias

□1

□4

□3

□2

DS

33. Depresion

Las sisuientes frases que deschben como pudo haberse sentido o comportado
en la semana pasada.. Par favor marque el numero que representa con que
frecuencia se ha sentido de esta manera. [Remita al cuidador a la escala
indicada].
,

Raramente o
ninguna vez

Alguna 0 pocas
veces de tiempo

(menos de un dia)

moderado

Ocasionalmente o una
cantidad

(1-2 dias)
0

(3-4 dias)
2

1

k. Me molestaron cosas que usualmente no me molestan.
I. Tenia dificultad en mantener mi mente en lo que hacia.
m. Me sentia deprimido/a.

n. Sentia que todo lo que hacia era un esfuerzo.
0. Me sentia con esperanza sobre el future.
p. Me sentia con miedo.
q. Mi sueno era inquieto.
Estaba contento/a.

s.

Me senti solo/a.

3

Respuesta

Afirmacidn

r.

La mayor parte del
tiempo
(5-7 dias)
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t. No tenia ganas de hacer nada.

P. CAPACIDAD DE ENFRENTAR EL PROBLEAAA CON APOYO RELIGIOSO Y ESPIRITUAL

34. iQue religion practica?

□i Catolica Romana
□2 Protestante (favor especificar):
□3 Otra denominacion Cristiana (favor especificar):
□4 Otra denominacion no Cristiana (favor especificar):
□5 No practicante
Piense en la manera en que usted intenta comprender y lidiar con las problemas mas
importantes de su vida. ^Estan muy relacionados cada uno de esos problemas con la
manera en que usted los enfrenta?

Para nada

Un poco

Bastante

Mucho

1

2

3

4

35. Formas positivas y negativas de enfrentar los problemas Pregunta

g. Pienso como mi vida forma parte de una fuerza espiritual mayor.
h. Para atravesar los momentos diffciles, trabajo junto a Dios como
mi socio.

i. Cuando estoy en crisis, busco fuerza, apoyo y orientacion en
Dios.

j. Creo que las situaciones estresantes son la manera que tiene
Dios de castigarme por mis pecados 0 por mi falta de
espiritualidad.
k. Me pregunto si Dios me habra abandonado.

I. Trato de analizar la situacibn y de decidir que hacer sin
apoyarme en Dios.

160

Respuesta

36. Piense de que forma sus creendas religiosas influendan su vida cotidiana.
[Remitd al cuidador a la escala indicada]
?

o

w

I/)

\A

Q)
S

(U

S

ojS

aj|

111^

TDnE

>E

JQ > S

pS

^O

1

2

3

4

5

6

1

2

3

4

5

6

«r( (D

<
^

a. ^Con que frecuencia asiste a la iglesia o

c

VI

g

^

t/t .OOJ

—

5 O

flSUi

CO

DQ.

3Q-

on "■

on

M/

>
tn

~

2o

ic
^ 'o

a otras reuniones religiosas?

b. iCon que frecuenda le dedica tiempo
en privado a actividades religiosas,
como ser rezar, meditar 0 estudiar la

i

Biblia?

La secdon siguiente induye tres afirmadones acerca de creendas 0 vivencias
religiosas. Por favor indique hasta que punto cada una es verdadera o no en su caso.
^ o

fli u

w -S
I§:

<D 01

o

c. En mi vida yo siento la presenda de lo i

>-

a> o

<-

w

01

«.g 2 2
gI ^ -

?

to o i S
c - ;|5
c 0,

F

F

01

o

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

Divino (es dedr, Dios)

d. Mis creendas religiosas son lo que en
verdad sustentan toda mi actitud
frente a la vida.

e. Intento por todos los medios trasladar I
mi religion a todos los dtros ambitos
de mi vida.

1.

j

'

ACULTURACION

37. iQue idioma habla usted?

□1 Solamente Espanol Dz Mas Espanol, menos Ingles Db Igual en
Espanol

y en Ingles (bilingue) ^4 Mas Ingles, menos Espanol ^5 Solamente

Ingles

38. iEn que idioma prefiera hablar?

'

'

□1 Solamente Espanol ^2 Mas Espanol, menos Ingles Db Igual en

Espanol

y en Ingles (bilingue) ^4 Mas Ingles, menos Espanol Ds Solamente Ingles
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39. ^Como se identifica?

□i Mexicano Dz Chicano Q Mexicano Americano ^4 Espanol
Americano, Latino Americano, Hispano Americano, Americano Qs Anglo
Americano u otro

40. iCual musica prefiere?

□i Solamente musica en Espanol Dz Por la mayor parte en Espanol

□s Igual en Espanol como Ingles Q Por la mayor parte en Ingles
□s Solamente I'ngles

41. iQue tipo de programas de television prefiere?

□i Solamente programas en Espanol Qz Por la niayor parte programas
en Espanol ^3 Igual programas en Espanol como Ingles ^4 Por la mayor

parte programs en Ingles Qs Solamente programas en I'ngles

42. iEn donde crecio usted?

Qi In Mexico only [~]z Mostly in Mexico, some in U.S. O3 Equally in U.S.
and Mexico Q4 Mostly in U.S., some in Mexico HUs In U.S. only

43. iQue contacto ha tenido usted con Mexico?
□1 Griado un ano 0 mas en Mexico Dz Criado menos de un ano en Mexico
□3 Visitas ocasionales a Mexico Q Comunicaciones ocasionales (cartas,
llamadas telefonicas, etc.) con gente en Mexico Ds Ningun contacto o
comunicacion con gente en Mexico

44. ^En que idioma piensa usted?

□1 Solamente en Espanol \Z\2 La mayor parte en Espanol ^3 Igual

Espanol que Ingles Q La mayor parte en Ingles Qs Solamente en Ingles
45. i. iPuede leer en Espanol? Qi Si
ii. iPuede leer en Ingles?

Oi Si

Qz No
Q No

iii. iEn cual lenguaje lee mejor?

□1 Lee solamante Espanol Dz Lee mejor Espanol que Ingles Dz Lee

igual en Espanol que Ingles ^4 Lee mejor I'ngles que Espanol ^5 Lee
solamante i'ngles

46. i. iPuede escribir en I'ngles?

Qi Si Oz No

ii. iPuede escribir en Espanol? Di Si Q No
iii. iEn cual idioma escribe mejor?

□1 Escribe solanriante Espanol Dz Escribe mejor Espanol que I'ngles ^3
Escribe igual Espanol y Ingles Q Escribe mejor I'ngles que Espanol
□s Escribe solamante i'ngles
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38.FAMILISMO

Las siguientes preguntas tienen que ver con la relacion que usted tiene con los
miembros de su familia y con la forma en que usted ve la presencia de ellos en su
vida.[Remita al cuidador a la escala indicada]. Luego de que le lea cada
afirmacidn, par favor indique utilizando una escala del 1 al 10 el grado con el que
esta totalmente de acuerdo o en desacuerdo con cada afirmacidn (o hasta que

grado usted siente que esa afirmacidn se aplica a su caso). El "1"significa que estd
totalmente en desacuerdo y el "10" que estd totalmente de acuerdo.

Ni de
acuerdo o
ni en
desacuerdo

Muy en
desacuerdo

1

2

5

Muy de
Acuerdo

9

Respuesta

49. Afirmadon

a, Los hijos siempre deben ayudar a sus padres con el sosten de sus
hermanos menores, por ejemplo, ayudar con las tareas escolares,
ayudar a cuidarlos, etc.
b.

La familia debe controlar el comportamiento de los miembros de la
familia menores de 18 anos.

c.

Una persona debe apreciar el tiempo que pasa con sus familiares.

d. Una persona debe vivir cerca de donde sus padres vivan y debe
pasar tiempo con ellos regularmente.
e.

10

En caso de necesidad una persona siempre debe apoyar a otros

miembros de su familia, (por ejemplo, tias, tios y familiares
poli'ticos) aunque sea un gran sacrificio.
f.

Una persona debe contar con su familia en casos de necesidad.

g.

Una persona debe sentirse avergonzada si deshonra a su familia.

h.

Los hijos deben ayudar en las labores de la casa sin esperar pago.

i.

Los padres y los abuelos deben ser tratados con gran respeto a
pesar de sus diferencias de opiniones.
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j.

Una persona debe hacer actividades frecuentemente con su
familia, por ejemplo comer, jugar y salir juntos.

,k.

Los padres de edad avanzada deben vivir con sus parientes.

I.

Una persona siempre debe defender el honor de la familia sin
importar el costo.

m. Los hijos menores de 18 anos deben dar gran parte de sus ingresos
ecpnomicos a sus padres.
n.

Los hijos deben vivir con sus padres hasta que se casen.

0. Los hijos deben obedecer a sus padres aun cuando piensen que sus
padres estan equivocados.

p. Una persona deben ayudar a sus padres de edad avanzada cuando
estan en necesidad, por ejemplo, ayudarlos econpmicamente o
compartir una casa.

q. Una persona debe ser buena por consideracion a su familia.

r.

Una persona debe respetar a sus hermanos mayores sin importar las
diferencias de opiniones.

39.ROLES RELACIONADOS CON EL GENERO

Totalm^nte

En

en

desacuerdo

Neutral

De acuerdo

Totalmente
de acuerdo

N/A

3

4

5

6

desacuerdo
1

2

Grado de presion para adherirse a roles tradicionales del genero.
50. En mi familia, las mujeres tienen una obligacion mayor que los
hombres de cuidar a los mayores.
51. Me siento (sentirfa) comodo brindando asistencia personal
(bano, etc.) a un miembro de la familia del sexo opuesto, que
no sea mi conyuge.

52. Me siento obligado a cuidar a mi pariente debido a toda la
ayuda que me brindo con mis hijos.
53. La tarea de cuidar a un familiar anciano o desvalido es algo mas
natural en las mujeres.
54. La tarea de cuidar a un familiar anciano o desvalido les

corresponde mas a las mujeres.
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Respuesta

55. Me sentiria culpable si no me ofreciera a cuidar a un pariente
anciano que lo neceslte.
56. Los otros miembros de mi familia asumen que las mujeres de mi
familia se haran cargo de la tarea de cuidar a nuestros padres o
parientes ancianos.
40.SOGIODEMOGRAFICO

57.Sexo

Gi Masculine

Gz Femenino

58. Estado civil

Gi Soltero(a), nunca estuve casado(a)
G2 Casado(a)

G4 Divorciado(a)/Separado(a)
Gs Viudo(a)

Gb No estoy casado(a), pero vivo en pareja

59. ^Cual es el ingreso familiar mensuall
Gi menos de $700
Gs $1,900 - $2,199
G2 $700 -$1,099
Gs $2,200 - $2,599
Gb $1,100-$1,499
G? $2,600 o mas
G4$1,500 -$1,899

60. iCual de las siguientes opciones describe mejor el estado de sy residencia en el
pais?
Gi Giudadano estadounidense
G4 Visa de no inmigrante

G2 Residente legal permanente (green card)

Gs indocumentado

Gb Permiso legal de trabajo
61. iGual de las siguientes opciones describe mejor el estado de residencia en el
pais de la persona que cuidal

Gi Giudadano estadounidense
G2 Residente legal permanente (green card)
Gb Permiso legal de trabajo

G4 Visa de no inmigrante
Gs Indocumentado

62. iSe encuentra empleado actualmente?
Gi Si
G2 No, ama de casa [pase al #64]
Gb No, desempleado[pase al #64]

G4 No, jubilado [pase al #64]
Gs No, discapacitado [pase al #64]
63. Si actualmente se encuentra trabajando, ^cuantas boras par semana trabaia en
promedio?

Gi iTienos de 10 boras
G210-29 boras

Gb 30 - 40 boras
G4 > 40 boras

165

64. De contar con uno, icual de las siguientes opciones describe meior el estado del
seguro de la persona aue cuidal

rii Organizaclon para el mantenlmiento de la salud (HMO)
Q2 Organlzacion de Proveedores Preferida o Punto de Servicio
□3 Beneficios para Veteranos de guerra
[~]4 Medical solamente
□s Medicare A solamente
Medicare A y B, sin complementos

□7 Medicare y MediCal
□a Medicare HMO
□9 Medicare y otro seguro complementario (por ejemplo, Medicare +
Choice).

□10 Auto-pago/No tiene seguro
□11 Califica para descuento
□12 CMS (County Medical Services - Servidos Medicos de Condado)

65. iCual es el nivel educative mas alto que ha completado?
□1 Quinto grado 0 menos (escuela primaria)
□2 Entre sexto y octavo grado (escuela secundaria media o junior)
Qls Entre noveno y onceavo grado (secundaria sin diploma)
□4 Graduado de la secundaria (incluye GED)
□5 Capacitacion vocacional
□e Terciario o universidad incompleta (incluye diploma universitario basico
de dos anos)

Q7 Diploma universitario de grado medio 0 superior
I

66. iCuantos hermanos y hermanas tiene?

□1 Hermanos:

Dz Hermanas:

67. iCual es su edad?
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LOIVIA LINDA, CALIFORNIA
Appendix E
PARTICIPATING AGENCIES

□ Aging and Independence Services (AIS)
□ South County Action Network (SoCAN) of AIS
□ Alzheimer's Association at Casa Familiar

□ MAAC Project

□ Family Resource Centers/Rayo de Esperanza
□ Chula Vista Commxmity Collaborative

□ Casa Pacifica Adult Day Health Center

□ Neighborhood House Association Adult Day Health Center
□ South Bay Public Libraries
□ Cancer Nayigator

□ George Glenner Alzheimer's Family Centers
□ Our Lady of Mount Carmel
□ St. Judas Shrine
□ St. John of the Cross
□ Catholic Charities

□ Positive Choice Wellness Center of Kaiser Permanente

□ Victory Outreach
□ Kimball Park Senior Center
□ San Ysidro Health Center
□ Norman Park Senior Center
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